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ABSTRACT

Background: Advances in the early detection and treatment of gynecologic
malignancies have provided gains in patients’ survival time. Better survival rates have
driven the paradigm in the life-altering burden of cancer care from a medical illness
model to a wellness model, which was concerned with the quality of life as well as the
length of survival. Quality of life (QOL) is one of the health outcomes that enable
healthcare providers to better address the ongoing concerns of gynecologic cancer

survivors.

Objectives: The objectives of this study were (1) to explore the meanings of QOL
among Chinese cervical cancer survivors, and the impacts of cervical cancer
survivorship on these Chinese women’s QOL,; (2) to explore the sexuality concerns of
Chinese gynecologic cancer survivors; (3) to describe Chinese nurses’ attitudes and
beliefs with regard to discussing sexuality concerns with gynecologic cancer survivors,
to investigate their current practice in addressing gynecologic cancer patients’
sexuality concerns, and to explore the possible facilitators or barriers influencing

these Chinese nurses’ practice.

Methods: This study was divided into 3 stages. Stage 1 was using a qualitative
approach to explore QOL issues among Chinese cervical cancer survivors. Based on
the first stage’s findings, stage 2 of the study adopted a quantitative approach using a
sexuality scale to measure the sexuality concerns of Chinese gynecologic cancer
survivors. The final stage of this study also adopted a quantitative approach to explore

Chinese nurses’ attitudes and practice of sexuality care.



Results: A total of 35 Chinese cervical cancer survivors participated in stage 1 of this
study. The meanings of QOL perceived by these Chinese women include being free of
disease, having a good living standard, having a harmonious family atmosphere, being
able to work independently, and having a harmonious sexual life and sexual
relationships with partners. The impacts of cervical cancer on Chinese women’s QOL
include physical and psychological sequelae, family distress, financial burden and
disruptions in social function. The result of study stage 1 indicated that sexuality
concerns had greatly impacted on the QOL of these women. Therefore, the stage 2 of

this study was focused on the sexuality issues of this target population.

Stage 2 of the study recruited 156 Chinese gynecologic cancer survivors from 3
hospitals in China. Study results revealed that the participants (63.9%) were generally
positive towards their own body appearance. However, a large percentage (69.3%) of
the women reported that cancer had influenced their overall quality of life in terms of
sexuality and intimate relationships. Sexual dysfunction was an important concern
among these women (62.2%). The rate of sexual inactivity (70.5%) was relatively
high. Reasons for sexual inactivity were related to worry about possibly weakening
the potency of treatment (46.5%), fear of cancer recurrence (41.1%), and lack of
sexual interest (31%). Older age (>50 years old) was associated with the decrease of
sexual desire/interest (OR 3.64, CI 1.19-11.16). Women who received radiation
therapy suffered from more severe vaginal dryness (OR 2.27, ClI 1.10-4.72) and were

less sexually active than those who did not have radiation therapy.

Stage 3 of the study recruited a sample of 202 nurses working in Gynecologic Cancer
Units from 6 hospitals in China. Study results revealed that the majority of nurses
(77.7%) held the attitude that ‘sexuality is too private an issue to discuss with
patients’. Only 34.2% ‘make time to discuss sexual concerns with patients’.
Regression analysis revealed that nurse’ marital status and hospital type (these two
variables accounting for 23.1% of the variance) in which they were working
influenced their practice in sexuality care. Nurses’ conservative attitudes toward
sexuality, their prejudices regarding gynecological cancer, the lack of availability of
private environment, the lack of sexuality care training, and the failure to include

sexuality care in routine nursing care (these variables accounting for 31.1% of the



variance), were found to be factors that significantly influence sexual care in nursing

practice.

Conclusions: The study stage 1 demonstrated the importance of considering the
impact of cervical cancer survivorship on Chinese women’s QOL. The study stage 2
indicated that Chinese gynecologic cancer survivors suffered from various sexuality
concerns. Addressing sexuality concerns of this target population should offer
relevant psychosexual education interventions to dispel these women’s related fears
and misconceptions. The study stage 3 revealed that Chinese nurses assumed
sexuality concerns being not a priority issue for gynecologic cancer patients, and were
less likely to make time to discuss sexuality issues with patients. There is a need to
increase Chinese nurses’ awareness of their roles and the need to equip themselves

with relevant skills in providing sexuality care for patients.
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1.1 Introduction

Advances in the early detection and treatment of gynecologic cancer have provided
gains in patients survival time. Better survival rates have driven the paradigm in the
life-altering burden of cancer care from a medical illness model to a wellness model,
which was concerned with the quality of women's lives as well as the length of
survival (Wolff, 2007).

While women live longer after being diagnosed with gynecologic cancer, they are
also living with its sequelae and have a need for support, so that it is necessary to pay
special attention to the impact of cancer and its treatment on quality of life among this
target study population. Quality of life (QOL) is one of the health outcomes that
enable healthcare providers to better address the ongoing concerns of gynecologic
cancer survivors. The concept of quality of life (QOL) is particularly salient for
nursing, because nurses are traditionally concerned with the holistic perspective of
patients, focusing on their survival as well as their QOL (Ferrans, 2005). In
consequence, nurses play important roles in maintaining the QOL of gynecologic

cancer survivors.

1.2 Key conceptsin this study

1.2.1 Cancer survivors

The term of ‘cancer survivors' has been defined by different ways. in medical
community, physicians took a 5-year frame to define cancer survivorship. Individuals
are considered as survivors if they live five years following the initial diagnosis of
cancer without recurrence (Leigh, 1996). According to the American National Cancer
Institute Office of Cancer Survivorship (2006), ‘cancer survivor’ refers to a person
lives with cancer from the time of diagnosis through the remaining years of life,
including individuals family members, friends, and caregivers. The trend for most
recent research into cancer survivors is focused on those individuals with cancer
diagnosis, and begins on the completion of primary treatment or the major aspects of
treatment (Feuerstein, 2007). In thisthesis, gynecologic cancer survivors were defined
as women who have completed their initial cancer treatment.



1.2.2 Quality of life

The concept of quality of life

There are many attempts to define the term of QOL. Dubos (1976) defined QOL as
value judgment associating with profound satisfaction from the activities of daily
living. Similarly, Szalai (1980) indicated that QOL is a global evaluation of an
individual’s description of satisfaction with life. Both researchers took QOL as

satisfaction of individuals™ daily living.

Other definitions of QOL were based on the individual’ s expectations. Caplan (1984)
stated that QOL is concerned with the difference between perceived and actual goals.
This means that QOL is viewed as individuals' goals and expectations in their lives.
In a similar way, Calman (1987) defined QOL as the difference between the hopes
and expectations of the individual and the individual’s present experience. Based on
individuals' expectations or satisfactions, these definitions of QOL are following with

an individual centered paradigm.

The World Health Organization (WHO) (1996) conceptualized the QOL as “an
individual’s perceptions of their position in life in the context of the culture and value
system in which they live and in relation to their goals, expectations, standards, and
concerns. It is a broad-ranging concept affected in a complex way by the person’s
physical health, psychological state, levels of independence, social relationships, and
their relationship to salient features of their environment (p354)”. Compared with
other QOL definitions, the WHO incorporates contextual factors into the
interpretation of QOL. The concept of QOL may contain a wide variety of issues
including physical and psychological health, social well-being, cultural and socio-
ecological issues, and living conditions.

Framework of quality of life

In measuring the perceived QOL of cancer survivors, Ferrell et al. (1997) proposed a

model that includes domains of physical, psychological, social, and spiritual well-

being. The four QOL domains are defined as follow:

1) Physical well-being is the control or relief of symptoms and the maintenance of
function and independence

2) Psychological well-being is the attempt to maintain a sense of control in the face



of life threatening illness characterized by emotional distress, altered life priorities,
and fear of the unknown as well as positive life changes
3) Social well-being is the effort to deal with the impact of cancer on individuals,
their roles, and relationships
4) Spiritual well-being is the ability to maintain hope and derive meaning from the
cancer experience which is characterized by uncertainty (Ferrell et al., 1997)
A review of QOL studies dealt specifically with cervical cancer survivors, Vistad et al.
(2006) found that the impact of cervical cancer survivorship on QOL mainly includes
the physical, psychosocial, and sexual sequelae. This study adapted Ferrell et al.’s
QOL model, and added sexual well-being as another important domain of QOL
among cervical cancer survivors. As a result, the framework of QOL in this study

includes five domains: physical, psychological, social, spiritual and sexual well-being.

Culture and quality of life

As culture may influence all aspects of the expectation of health and ilIness, so culture
is a major determinant of QOL and perceptions of QOL are embedded in culture
beliefs about what constitutes health (Padilla & Kagawa-Singer, 2003). QOL studies
in Western countries tend to define QOL in relation to being healthy and independent,
reclaiming life, psychological well-being or social relationships (e.g. Dow et 4.,
1999). In Chinese culture, the family relationship and kinship play very important
roles in daily life. Personal achievement sometimes gives way to the wellbeing of the
extended family, Taoism and traditional medicine focus on good temper and high
spirit: good appetite, sleep, and energy are highly regarded in daily life (Wan et al.,
2008). Chinese cancer survivors view “normal living”, a good working life, happiness,
material resources and support from their families as essential indicators of QOL
(Yang & Yin, 1999; Molassiotis et al., 2000). Therefore, cultural difference may
influence individuals' interpretations of QOL.

1.2.3 Sexuality

The concept of sexuality

‘Sexuality’ is a multidimensional phenomenon encompassing the following
dimensions: sexual activity — not limited to sexual intercourse and including any
activity of a sexual (as opposed to purely affectionate) nature from holding hands to
sexual intercourse (Byers, 1998); sexual function — the ability to engage in the act of



sex with aresponse cycle of desire, arousal, lubrication, orgasm and satisfaction (Rice,
2000a, Rosen et al., 2000); body image — pervades individuals' biological being and
sense of self (Kozier et al., 2004); role identities — including both gender identity
(based on biological make-up such as being male or female) and sexua identity
(individuals' preferences for one types of sexual activity to the other) (Kozier et al.,
2004); and sexual relationship issues (the way in which people relate to their intimate

partners).

Chinese culture and sexuality

Culture has long been recognized as one of the most powerful factors influencing
health-related attitudes and beliefs (Spector, 2004). Chinese thought and culture are
heavily influenced by the teachings of Confucius (Woo et a., 2009). Based on
Confucian philosophy, sexuality is viewed as serving as a purely procreative role in
Chinese culture, and discussing sexual issues outside marriage is highly inappropriate
(Khoo, 2009). Chinese cultural traditions also emphasize strict moral and social
conduct, thus modesty and restrained sexuality are valued (Abraham, 1999).
Consequently, Chinese nurses are likely to allow conservative attitudes toward
sexuality-related issues to influence their practice.

1.3 Knowledge gaps

While there is a growing body of literature documented QOL and sexuality among
gynecologic cancer survivors, these studies mainly conducted in Western culture
countries. By virtue of social and cultural difference as discussed previously, study
findings from Western culture countries may not be appropriate to generalize to
Chinese women. Consequently, relevant studies are needed to conduct among Chinese
gynecologic cancer survivors to fill these knowledge gaps.

1.4 Aimsof this study

This is a 3-stage study. The aim of this study was to explore the QOL issues among
Chinese gynecologic cancer survivors. Based on study findings of stage 1, the aims of
next two study stages were to examine sexuality concerns of gynecologic cancer

survivors from both patients and nurses’ perspectives.



1.5 Significance of this study

This study made contributions to the knowledge base and added insight into the issues
of QOL and sexuality concerns among Chinese gynecologic cancer survivors.
Equipped with this information, nurses and other healthcare professionals providing
service to gynecologic cancer survivors can develop appropriate interventions and
supportive care, which would facilitate to promote the QOL and overall survival

outcome for this target population.

1.6 Thethesis outline

This is athesis of an academic peruse of the quality of life, with a focus on sexuality,
among Chinese gynecologic cancer survivors. The whole thesis consists of four parts
and is organized into eight chapters. Part 1 includes two chapters to provide the study
background. Part 2 includes one chapter to describe study methods. Part 3 includes
three chapters to report sudy findings. Part 4 includes two chapters to discuss study
findings, to make recommendations for nursing education, practice and further

nursing research, and to draw conclusion of this study.
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Stage 1 Review of quality of life among cervical cancer survivors

2.1 Cervical cancer and Quality of life

Cervical cancer is one of the most common types of cancer in developing countries.
With nearly 500 000 women developing cervical cancer per year, China's estimated
131 500 new cases constitute 28.8% of the total new cases annually worldwide (China
Cancer Database, 2004). Due to widespread screening programs, the majority of cases
of cervical cancer are being diagnosed in the earlier stages. Along with new and
advanced medical treatment, women with cervical cancer have relatively good 5-year
survival rates. The overall 5-year survival rate of all stages of cervical cancer

survivors in China has been estimated to be 70.93% (Yin et a., 2004).

Despite better survival rates, cervical cancer survivors may continuously live with
sequelae such as long-term and late physical, psychosocial and sexual effects of
treatment (Vistad et a., 2006). Quality of life (QOL) assessment among cancer
survivors can aid the detection of these late effects and long-term sequelae, which
otherwise might be overlooked (Victorson et a., 2007). The findings obtained from
QOL assessment may also allow healthcare professionals to understand better the
impact of cancer diagnosis and its treatment on survivors well-being and functioning,
and to anticipate what could happened and should be done for future cancer survivors
(Fayers & Machin, 2007). Thus, the outcomes of these QOL assessments provide
important information on facilitating treatment decisions, and guiding healthcare

providers at developing more effective supportive care for cervical cancer survivors.

2.1.1 Quality of life among cervical cancer survivors

Research on cervical cancer survivors has reported various QOL concerns including
physical, psychological, social, and sexual aspects. Major physical impacts include
permanent consequences for childbearing, as well as menopausal, urological and
gastrointestinal symptoms and a high prevalence of fatigue (Korfage et a., 2009).

These physical dysfunction and symptoms severely influence women's life quality

10



(Hodgkinson et al., 2007). Common sequelae disrupt the psychological aspects of life
for cervical cancer survivors include uncertainty in the future, loss of fertility, fear of
recurrence, distress, anxiety, depression, self-concept changes such as reduced self-
confidence, and altered experience as women (Ashing-Giwa et al., 2004; Bradley et
al., 2006).

Women may also face disease-specific social sequelae issues such as socia stigma
and social isolation, linked to social associations between cervical cancer and unsafe
sexual practices (Lai et al., 2009). Other social issues affecting life quality include
financial difficulties and reduced role functioning, at home, at work and during leisure
activities (Molassiotis et al., 2000; Distefano et al., 2008). High rates of sexual
morbidity among cervical cancer survivors have also been documented (Lindau et al.,
2007). The major sexual and reproductive side-effects of treatments for cervical
cancer include reduced sexual desire, lack of arousal and orgasm, diminished
lubrication, and reduction in vaginal elasticity and a shortened vaginal cavity, which
often inhibit patients ability to resume satisfactory sexual functioning (Jensen et a.,
2003; 2004). In short, altered sexuality and sexual dysfunction may also contribute to

negative perceptions of QOL among cervical cancer survivors.

2.1.2 Measurements of quality of lifein cervical cancer survivors

A variety of questionnaires have been used to assess QOL in women with cervical
cancer. Zeng et a. (2010a) summarized that there were four types of QOL instruments
used which were: generic (e.g. Medical Outcome Study: 36-Item Short Form Survey-
SF-36) (Distefano et al., 2008), cancer-specific (e.g. European Organization for
Research Treatment’'s QOL cancer-specific questionnaire-EORTC  QLQ-C30)
(Greimel et a., 2009), cancer site-specific (e.g. Functional Assessment of Cancer
Therapy-Cervix-FACT-Cx) (Ashing-Giwa, 2008) and cancer survivors-specific (e.g.
Cancer Survivors Unmet Needs-CaSUN) (Hodgkinson et al., 2007). While these

instruments vary in length and emphasis, it has been reported that none of them is

11



comprehensive enough to explore all domains of QOL across the survivorship

continuum (Zeng et al., 2010a).

There is an increasing amount of quantitative evidence available on QOL among
Chinese cervical cancer survivors in recent years (e.g. Liu et al., 2006; Zhang et al.,
2009). However, there is alack of qualitative insights on the impact of cervical cancer
and related treatment on Chinese women’s survivorship experience. Thorne (1997)
argues that quantitative approaches are of limited use in answering human subjectivity
and interpretation. In consequence, this scientific evidence base needs qualitative

approaches to explore women'’s subjective meanings and perceptions of QOL.

Stage 2 Review of sexuality issues among gynecologic cancer survivors

2.2 Gynecologic cancer and sexuality

Issues surrounding sexuality greatly impact quality of life on women with
gynecologic cancer (Ratner et al., 2010). Although advances in the early detection and
treatment of gynecological malignancies have provided gains in patients survival
(Armstrong, 2002), these gains are often accompanied by elevated rates of sexual
morbidity among gynecologic cancer survivors (Barton, 2003; Parkinson & Pratt,
2005). It is increasingly acknowledged that sexuality has been recognized as an
integral aspect of quality of life for patients with gynecologic cancer (Juraskova et al.,
2003), and that sexuality is a legitimate area of concern in oncology (Mercadante et
a., 2010). There is a growing acknowledgement that sexuality concerns of
gynecologic cancer survivors are not being adequately addressed by healthcare
providers (Park et a., 2009; Stead et al., 2003, 2007).

12



2.2.1 Sexuality in women with gynecologic cancer

Sexuality refers to an individual’s personality and is multifaceted (Gotheridge &
Dresner, 2002). Alternations in body image are very common in women with
gynecologic cancer (Tabano et al., 2002). A qualitative study highlighted a range of
body image changes of women suffered from cervical and endometrial cancer: loss of
hair and loss of attractiveness were some of more prominent concerns; they also felt
less of a woman and were worried about how they feel sexually (Juraskova et al.,

2003).

The diagnosis and treatment of gynecological cancer may also threaten a woman's
role identity, sense of femininity, and interpersonal relationships (Stead et a., 2007).
A woman who loses her fertility feels herself to be useless, incomplete, disliked, and
valueless (Reis et al., 2010). These women may no longer feel whole, with a vital life
role. They may lose their roles as giver of life, which is especially important if the
woman has been anticipating motherhood (Gotheridge & Dresner, 2002; Reis et al.,
2010). The changes in their sexual feelings may also affect the relationship with their
partners. Many women found that the changes in their sexual feelings affected the

relationship with their partners and cause marital problems (Stead et al., 2007).

One longitudinal research indicates that approximately 50% of women treated for
gynecologic cancer have some sexual dysfunction as cancer survivors (Anderson &
Lutgendorf, 1997). The estimates of sexua dysfunction for women with gynecologic
cancer range from 20% to 100% (Tabano et a., 2002). Depending on the surgical
procedure underwent and the cancer type treated, gynecologic cancer survivors may
experience significant sexual dysfunction and adverse vaginal changes, such as lack
of sexual desire, lack of lubrication, dyspareunia, problems with orgasm, vaginal
shortness, problems by completing sexual intercourse, compromising their sexual
activity and sexual satisfaction throughout the first two years after radiotherapy
(Jensen et al., 2003; 2004). It was found that patients with more advanced cervical

13



cancer reporting more sexual problems — such as vaginal dryness, dyspareunia,
difficulties with sexual arousal — than women underwent surgery for less advanced

cervical cancer (Frumovitz et al., 2005).

Studies related to the impact of gynecologic cancer on women's sexuality indicated
that the frequency of sexual activity was less than the frequency before the cancer
diagnosis in many women (Tabano et al., 2002). About 58% of women who were
sexually active before cancer refrained completely from sexual intercourse after the
diagnosis (Khoo, 2009). In a longitudina study, between 33% and 50% of
gynecologic cancer survivors reported not resumed sexual activity within a year
following treatment (Lutgendorf et al., 2002). A study among Chinese cervical cancer
survivors found that 60% Chinese women reported a complete ceasing of sexual
activity following a diagnosis of cervical cancer (Liu et al., 2006). In a qualitative
study interviewing 35 Chinese cervical cancer survivors (completed their primary
cancer treatment more than 1 year), 13 out of 35 informants reported no sexual
intercourse since the diagnosis of cervical cancer (Zeng et al., in press-a). Other
aspects of sexual behaviors such as kissing and cuddling were affected among

gynecologic cancer survivors, although this was usually temporary (Stead et al., 2007).

2.2.2 M easurements of sexuality in women with gynecologic cancer

A review of sexual function measures identified a total of 31 instruments used to
assess sexual function among all types of cancer patients (Jeffery et a., 2009). The
three sexuality instruments most frequently used among gynecologic cancer patients
are the Female Sexual Function Index (FSFI), the Sexual Activity Questionnaire
(SAQ), and the Sexual function-Vaginal changes Questionnaire (SVQ) (Jeffery et al.,
2009).

The FSFI is a generic scale designed to assess the sexual function of the female

population, and originally developed by Rosen et al. (2000). It includes 19 items and
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consists of 6 domains. desire, arousal, lubrication, orgasm, satisfaction and pain. The
six subscales of FSHFI have good discriminant validity as the FSFI is able to
discriminate between clinical and nonclinical populations (Rosen et al., 2000). Rosen
et a. further reported that the FSFI has excellent internal consistency of reliability
(Cronbach’s o > 0.9 for all subscales) and good test-retest reliability (scores ranged
from 0.79-0.88). The advantage of this instrument is that the FSFI can be used to
compare sexual function between health women and women with gynecologic cancer
or other disease conditions. Due to its briefness, the FSFI was widely used to evaluate
the sexuality of women with gynecologic cancer (Schroder et al., 2005; Liu et a.,
2008; Levin et al., 2010). Nevertheless, the FSFI is only appropriate for use among
women who have some level of sexual activity during the measurement period (Rosen
et a., 2000). Other shortcomings are that the FSFI does not include items to measure

sexual and vaginal problems specific to gynecologic cancer survivors.

The SAQ was originally developed to investigate the impact of long-term tamoxifen
on the sexual functioning of women at high risk of developing breast cancer
(Thirlaway et al., 1996). It includes 21-item and consists of 3 parts: hormonal status,
reasons of sexual inactiveness, and sexual function. The SAQ is suitable for sexually
active and inactive women during the period of measurement. Another advantage of
SAQ is able to discriminate the sexual functioning of pre- and post-menopausal
women (Thirlaway et a., 1996). The SAQ was also widely applied in the population
of gynecologic cancer patients. Carmack Taylor et a. (2004) used the SAQ among
233 ovarian cancer patients, and reported the test-retest reliability by Pearson’'s
correlation coefficient for was ranging from 0.68-1.00 for individual items. The
internal consistency of SAQ was 0.81 by Cronbach’s a established in a study among
49 ovarian cancer survivors (Wenzel et a., 2002). The disadvantages of the SAQ are
its lack of items to assess broader aspect of women's sexuality, and its failure to

measure the unique sexuality concerns of gynecologic cancer patients or survivors.
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The SVQ is a cancer site-specific scale taillored to measure the sexual function of
women with gynecologic cancer. It includes of 27 items and covers the domains of
sexual interest, lubrication, orgasm, dyspareunia, vaginal conditions, intimacy, body
image, and sexual activity and satisfaction. The content validity was evaluated by
interviewing with gynecologic cancer patients and comments from health
professionals specialized in gynecologic oncology (Jensen et al., 2004). The construct
validity of SVQ was established by principle component analysis. individual items’
factor loading were all with an acceptable level (more than 0.5). The internal

consistency of all subscales of SVQ was ranging from 0.76-0.83 (Jensen et al., 2004).

Empirical evidence shows the SVQ with a high sensitivity and responsiveness to
changes for assessing unique sexual and vaginal problems associated with
gynecologic cancer and its treatment (Jensen et a., 2003). The disadvantages of the
SVQ include the fact that, for those women who may have been sexual inactive
during the measurement period, the SVQ failed to provide underlying reasons, which
would be important in guiding healthcare professionals to develop relevant
interventions to address this target population’s sexuality concerns. In addition, the
SVQ includes few items to assess the domain of body image concerns in an in-depth
manner. Finally, it lacks items to measure the domain of role and sexual relationship
issues. Although these sexuality scales have good reliability and validity among
Western women, none of them has been established its reliability and validity among

Chinese gynecologic cancer survivors.

In summary, gynecologic cancer survivors confront numerous challenges to their
sexuality, including changes in body image, alterations in role identities and sexual
relationships, sexual dysfunction, and decreasing or ceasing sexual activity. While
there is an increasing body of literature documenting gynecologic cancer survivors

sexuality concerns, few of these studies were conducted in China.
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Stage 3 Review of addressing sexuality issues from nurse per spectives

2.3 Nurses rolesin addressing patients sexuality concerns

Nurses, through their frequent contacts with patients, play an important role in
addressing patients sexuality concerns (Higgins et al., 2006). In recent years, the
literature has acknowledged sexuality as a legitimate area of concern for nurses caring
for cancer survivors (Rice, 2000b; Higgins et al., 2006; Odey 2009). The American
Nurse Association has, since 1974, recognized sexuality as an important aspect of
patient care (Nakopoulou et a., 2009). Although most nurses would agree that
sexuality assessment of patientsis part of holistic care (Haboubi & Lincoln, 2003), for
anumber of reasons, they do not address patients sexuality concerns in their nursing

care practice (Higgins et al., 2006).

2.3.1 Reluctance of nursesin addressing patients sexuality concerns

There are various factors causing patients sexuality concerns to be overlooked by
healthcare providers. One of the reasons may be the myths and prejudices that are
prevalent among healthcare providers about patients diagnosed with cancers being too
ill to be interested in sex or sexual issues (Sunquist & Yee, 2003). Other myths
include that gynecologic cancer can infect partners during sexual intercourse, and that
sexual activity can worsen a woman's condition and delay her recovery from

gynecologic cancer (Molassiotis et a., 2002).

Additionally, nurses may avoid discussing sexuality issues with their patients because
they believe that dealing with patients sexual issues is not within their professional
responsibility (Nakopoulou et a., 2009), and they are afraid of offending patients
(Katz, 2005). Some nurses and other healthcare professionals feel that they are not
adequately prepared with relevant knowledge and skills to discuss sexuality with their
patients (Gott et a., 2004; Stilos et al., 2008). Others may believe that their patients
do not expect to discuss their sexuality concerns with them (Magnan & Reynolds,

2006).
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Since nurses’ attitude and beliefs influence their professional practice, it is important
to understand these factors when identifying practice surrounding the discussion of

sexuality concerns with gynecologic cancer survivors.

2.4 Summary

Numerous quantitative findings show that there is a variety of QOL concerns among
cervical cancer survivors, and there is a lack of qualitative insights on the impact of
cervical cancer and related treatment on Chinese women’s survivorship experience.
Sexuality is a universal human experience and a vital component of quality of life
(Krebs, 2008; Bancroft, 2009). While there is an increasing body of literature
documenting gynecologic cancer survivors sexuality concerns, few of these studies
were conducted in China. Since nurses play an important role in addressing sexuality
concerns of patients, it is important to understand their attitude and practices as

regards addressing gynecologic cancer survivors sexuality concerns.
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3.1 Study objectives

This study originally aimed at exploring the quality of life (QOL) among Chinese
cervical cancer survivors. From literature reviews in chapter two, there is a plethora of
guantitative evidence documenting various QOL concerns among cervical cancer
survivors. Thus, the first stage of this study intended to adopt a qualitative approach to
explore the QOL issues among Chinese cervical cancer survivors. Based on the study
findings from stage 1, sexuality issues were one of important parts of QOL concerns
among Chinese cervical cancer survivors. The second stage of this study focused on
exploring the sexuality issues of gynecologic cancer survivors (Due to time limitation
and the difficulty in recruiting subjects of cervical cancer survivors, the study
population in the second stage was including all types of gynecologic cancer

survivors).

As indicated in chapter two, nurses were reluctant and less likely to discuss sexuality
issues with patients. Therefore, the final stage of this study set out to examine Chinese
nurses' attitudes and practice in providing sexuality care for women with gynecologic

cancer.

The objectives of this study were to

1. Explore the meanings of QOL among Chinese survivors of cervical cancer

2. Explore the impacts of cervical cancer survivorship on these Chinese women's
QOL

3. To explore the sexuality concerns (body image, role and sexual relationship,
sexual activity and sexual function) of Chinese gynecologic cancer survivors

4. To describe Chinese nurses' attitudes and beliefs with regard to the sexuality
concerns of women with gynecologic cancer

5. To investigate Chinese nurses’ current practice in addressing the sexuality
concerns of women with gynecologic cancer

6. To explorethe possible facilitators or barriers influencing these Chinese nurses
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to provide sexuality care in practice

3.2 Study methods

3.2.1 Study design

A mixed method involving both qualitative inquiry and quantitative approach was
employed in this study because of several reasons. Firstly, there was no qualitative
study focusing on the QOL among Chinese cervical cancer survivors, although there
were several quantitative studies conducted previously among this target study
population. Secondly, the use of questionnaires provides a convenient way of
investigating women'’s sexuality concerns. Finally, a mixed method approach could be
used to alow for measures of some dimension of the phenomenon under investigation
(Morse & Niehaus 2007). In this study, study stage 1 using the qualitative approach
identified that sexuality issues were important but being under investigated.
Subsequently, study stage 2 was used a quantitative approach to investigate patients
sexuality concerns in an in-depth way. Therefore, a mixed method design offset the

weakness of using either qualitative or quantitative research methods.

The first stage of this study was a qualitative study. Written narratives using open-
ended questions were adopted to obtain information on Chinese cervical cancer
survivors perceptions of QOL. The second and third stages of this study were

correlational quantitative study.

3.2.2 Sample and the study setting

In the first study stage, cervical cancer survivors, defined as individuals alive after
initial treatment for cervical cancer, were recruited from a Tumor Hospital in
mainland China to explore their perceptions of QOL. Purposive sampling strategy was
employed to select participants for this study. The inclusion criteria for the sample
were: (1) Chinese women at least 18 years old and with a diagnosis of cervical cancer;
(2) completed primary cancer treatment; and (3) currently cancer free (no cancer

recurrence or no metastasis). Written narratives were delivered to patients by a nurse
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until ‘data saturation’. Thisisthe justification of sample size for this study stage.

In the second study stage, gynecologic cancer survivors, defined as women alive after
initial treatment for gynecologic cancer, were recruited from 3 hospitals in mainland
China to explore their sexuality concerns. They were recruited from the gynecologic
units or gynecologic outpatient departments of these hospitals. The inclusion criteria
were: (1) aged 18 years or older, (2) diagnosed with gynecologic cancer for the first
time; (3) completed primary cancer treatment; and (4) no known cancer recurrence

(i.e. in the state of cancer-free survivors at the time of study).

In the third study stage, since gynecologic cancer patients are treated in both general
and oncology hospitals, a convenience sample of nurses from 6 hospitals in China (3
oncology hospitals and 3 general hospitals in mainland China) was recruited to
explore these nurses attitudes and practice regarding sexuality care. The inclusion
criteria were: (1) Chinese nurses working in gynecologic cancer units in the selected
oncology or general hospitals; and (2) clinical nurses engaged in the delivery of direct

patient care.

The justification of sample size for the second and third study stages was based on
two principles: (1) For instrument validation, the sample size based on the item of
instruments. In general, 5 to 10 subjects per questionnaire item to generate stable
reliability and validity estimates (Hao & Wan, 2000). In the second stage, the
sexuality scale has 32 items, so that the minimum total number of subjects requires
160. In the third study stage, the minimum total number of subjects requires 100. (2)
In the third study stage, it needs correction analysis to identify nurses’ demographic
characteristics with nurses' sexuality practice scores. Based on previous literatures,
with a set a 0.05 and power set a 0.80, a sample size of 132 subjects would be
needed to detect gatistically significant small correlations ( r = 0.25) (Magnan &
Reynolds, 2006).
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3.2.3 Data collection

Written narratives as means of qualitative data collection

Written narratives were used to collect data in the first sudy stage. Compared with
face-to-face interviews, written narratives have the advantage of putting participants
under less interaction pressure (Salander, 2002). Written narratives do not require
transcriptions, so this method is less time-consuming and more cost-effective
(Hamilton & Bowers, 2006). Other advantages are that written narratives may
overcome the barriers of dialects, as people in mainland China typically speak many

different kinds of Chinese dialects even within the same province.

The impersonal nature of the written narratives might also help people to express
feelings or perceptions that they would not be willing to describe in person in a face-
to-face interview (Hunt & McHale, 2007). In particular, when survivors of cervical
cancer are asked about sensitive issues such as sexual health, they are more likely to
share their perceptions in written form rather than expressing them verbally. However,
the disadvantages of written narratives may be the lack of interactions between
interviewers and interviewees, and the absence of the spontaneity responses that are

obtained in face-to-face interviews (Holloway & Wheeler, 2002).

The question guide for patients

Eligible women were invited to fill in a demographic sheet and some open-end
guestions (Appendix 1, 2) about their perceptions of QOL. All participants were
recruited from the tumor hospital’ s gynecologic outpatient department. A gynecologic
oncologist helped in data collection. Women were asked to return their written

narratives to the hospital or to return by mail.
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Instrumentsfor the quantitative data collections

In the second study stage, al gynecologic cancer survivors were asked to fill in a
demographic sheet and a Sexuality Scale (Appendix 3, 4). The demographic sheet was
used to collect gynecologic cancer survivors' demographic and medical information,
such as age, education level, employment status, marital status, motherhood, disease
stage, types of treatment received, time since completing primary treatment, and types

of gynecologic cancer.

The sexuality scale for patients

The sexuality scale consists of two parts. The first is composed of 5 subscales and 32
items. body image (5 items), role and relationship issues (5 items), sexual activity (5
items), sexual function (10 items), and 7 additional items (comparison of sexuality
issues between pre-post cancer diagnosis). These 32 items were developed based on
relevant literatures and tools (Brown et al., 1990; Jensen et a., 2004; Thirlaway et al.,
1996; Wilmoth et al., 2006). The second part includes 15 statements of reasons for
sexual inactivity. These statements were developed from SAQ (Thirlaway et al., 1996)
and the findings of qualitative interviews with Chinese cervical cancer survivors

(Items# 9, 10, 11 & 15 were selected from qualitative study findings in stage 1).

Response formats of the sexuality scale

Responses to this sexuality scale are in the Likert scale format (scores ranging from 4
to 1). Higher scores indicate a more negative impact of sexuality. Positively worded
items have to be reversely scored. Specifically, responses in the subscale of body
image are 4 (definitely agree), 3 (agree), 2 (disagree), and 1 (definitely disagree).
Higher scores on the subscale reflect more negative feelings toward body image.
Response in the subscales of role and relationship issues, sexual activity and sexual
function were based on 4 (very much), 3 (average), 2 (alittle), and 1 (not at all). The
frequency of sexual intercourse is based on a special response format: 4 (more than 4

times per month), 3 (3-4 times per month), 2 (1-2 times per month), and 1 (not even
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once). If the value for items about sexual function and the frequency of sexual activity
IS missing, the mean subscale score was inserted in its place. The subscale for 7
additional items were based on 4 (big change), 3 (some change), 2 (little change), and
1 (no change). Higher scores indicate more negative changes of women's sexuality

after cancer.

Reliability and validity of the sexuality scale

The face validity of this scale was verified by 2 nursing academics and 1 experienced
oncology nurse. A pilot study was conducted among 30 Chinese cervical cancer
survivors prior to the beginning of this research. After completing the sexuality scale,
respondents were debriefed individually or in groups to identify problems or

ambiguities in the items.

The scale's reliability was established among 156 Chinese gynecologic cancer
survivors in this study. The reliability of the internal consistency for the whole scale
was 0.853 by Cronbach’s a. The internal consistency of all subscales’ (except that of
body image) was higher than 0.70 (role and relationship subscale-0.717, sexual
activity subscale-0.773, sexual function subscale 0.772, and the subscale of additional
items-0.901). Exploratory factor analysis was performed to establish the construct
validity of this scale. Factor loadings greater than + 0.40 indicate variables important
to that factor. The factor loadings (absolute value) of 5 items within the body image
subscale were below 0.40. All other items had loadings (absolute value) ranging from
0.405-0.872. Total explained variance by these 27 items was 70.879%, and principle
component analysis indicated a five-factor solution (the subscale of role and
relationship were resolved into 2-factor), matching the theoretical hypothesis. Factor

analysisresults were listed in Table 3-1.
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Table 3-1 Factor analysisresults of the sexuality scale for gynecologic cancer
survivors

Factor Loading
[tems Factor 1| Factor2| Factor3| Factor4 | Factor 5

RR1 418

RR2 488

RR3 415

RR4 490

RR5 676

SA1 523

SA2 478

SA3 496

SA4 414

SAS 443

SF1 405

SF2 496

SF3 427

SF4 443

SF5 453

SF6 497

SF7 461

SF8 458

SF9 .623

SF10 557

AD1 872

AD2 .630

AD3 567

AD4 716

AD5 .708

ADG6 .650

AD7 7156

Total explained variance 70.879%

Abbreviation: RR-Role and Relationship issues, SA-Sexual Activity, SF-Sexual
Function, AD-Additional items.

In the third study stage, al nurses were asked to fill in a demographic sheet and the
50-item inventory (Appendix 5, 6). The demographic sheet for this stage was used to
collect nurses' socio-demographic information, such as age, education level, marital

status, work experience, work position, and hospital type in which they were working.
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The questionnaire for nurses

The 50-item inventory consisted of four parts. In Part 1, an established Sexuality
Attitude and Beliefs Survey (SABS) was adopted for use, containing 12 items that
measure attitudes and beliefs concerning addressing sexuality in nursing practice
(Magnan et al., 2005). The reliability and validity of this original version of the SABS
were established in numerous previous studies. the internal consistency by
Cronbach’s a ranged from 0.74-0.82 and with good test-retest reliability (r = .85; p
<.001) over a7- to 10-day interval (Reynolds & Magnan, 2005; Magnan & Reynolds,
2006; Magnan & Norris, 2008). The SABS was translated into Chinese by three
academics who are fluent in both English and Chinese, and was tested among 199
Chinese oncology nurses: the internal consistency by Cronbach’s a was 0.698, and the
known-group validity of the translated Chinese SABS is able to differentiate among
nurses working among different units in a hospital (Zeng et a., 2010b). As this
forward translation of SABS has an acceptable level of reliability and validity, the
SABS used in this study did not perform backward translation.

Parts 2, 3, & 4 were newly-developed items based on relevant literature and tools
(Algier & Kav, 2008; Hautamaki et a., 2007; Kong et a.; 2009; Lenahan, 2004;
Quinn, 2003; Stead et a., 2003; Tsai, 2004). Part 2 consisted of 10 items that sought
information about the extent of practice in addressing patients sexuality concerns.
Part 3 consisted of 8 items relating to possible facilitators for addressing sexuality
concerns in nursing practice. Part 4 included 20 items covering possible barriers to
addressing sexuality concerns, with barriers related to nurses, patients, limitations

related to work organization, and prejudices or myths about cancer.

Response formats of the questionnaires for nurses
In Parts 1-4, participants were asked to respond to items constructed in a Likert-scale
format from strongly agree to strongly disagree (scores ranging from 1 to 6). The

higher the scores in Part 1, the more it indicates a negative attitude on the part of
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nurses towards addressing sexuality with their patients. Higher scores in Part 2
indicate that patients sexuality concerns were being addressed more frequently in
practice. In Part 3, all items were worded positively, so higher scores indicate higher
levels of facilitators. All items in Part 4 were worded negatively, so higher scores
indicate higher levels of barriers to addressing the sexuality concerns of gynecologic

cancer patients.

Reliability and validity of the questionnaire for nurses

The face validity of Parts 2 - 4 was verified by 3 Chinese nurse academics. A pilot
study was conducted among 55 nurses working in cancer units. The internal
consistency was established by Cronbach’s a a 0.873, 0.786 and 0.855 in Parts 2, 3
and 4 respectively. In this study, the internal consistency and reliability were
established by Cronbach's o a 0.874, 0.803, and 0.888 in Parts 2, 3, and 4
respectively (n = 202). Exploratory factor analysis shows that al items had loadings
ranging from 0.660 to 0.851 (Part 2), 0.596 to 0.903 (Part 3), and 0.513 to 0.845 (Part
4). Tota explained variance was 60.73% (Part 2), 57.15% (Part3), and principle
component analysis indicated a five-factor solution and explained 60.73% of variance

(Part 4).

3.2.4 Data analysis

Data analysisfor the qualitative data

Thematic content analysis, as proposed by Burnard (1991), was adapted to analyze
these qualitative data. The detailed process and strategies of the data analysis were as
follows. The written narratives were read through as transcripts by the researcher,
who tried to immerse in the data to obtain a general understanding of themes within
the transcripts. The researcher then read all the transcripts again carefully, writing
down as many headings as possible to describe all aspects of QOL among Chinese
cervical cancer survivors. All the headings were written in alist, with similar headings

grouped together and developed into atemporary list of categories and sub-categories.
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The temporary list was then compared with the raw written narratives, and the final
list of categories and sub-categories were produced, covering all aspects of the

narratives contents.

The researcher made extra copies of all transcripts, and used colored pens to highlight
the statements that reflect the categories and sub-categories and differentiate them by
color. The researcher then cut out each statement and pasted it onto a sheet under the
appropriate category and sub-category heading. All of the sheets were filed together
according to their headings, to prepare for writing up the findings. Two researchers
(the researcher student and the academic supervisor) worked separately to categorize

the statements before meeting to discuss and agree on the categories.

Rigor in qualitative study

Rigor in qualitative study is assured through the trustworthiness of findings, when
credibility, confirmability and transferability are achieved (Speziale & Carpenter,
2007). The term of credibility isrelated to internal validity, which refers to the ‘truth’
of findings (Lincoln & Guba, 1985). This study recruited participants with the
appropriate experience related to cervical cancer and its impacts on quality of life. It is
one of ways to enhance the truth value of findings through suitable sampling strategy
(Creswell, 2007). In addition, by adopting the ‘member checks strategy, it aso
ensured that the findings were true to the informants expressed meanings (Morse &
Field, 1996), and confirmed that the informants recognized that the interpretation of

their expressed experience.

Confirmability is a process criterion to illustrate as clearly as possible the evidence
and thought processes that led to the conclusion (Speziale & Carpenter, 2007). Thisis
similar to reliability in quantitative research (Lincoln & Guba, 1985). This process

criterion was achieved by an audit trail: the academic supervisor of this study used the
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thematic content analysis to perform on the same set of data independently, yielding

similar findings.

Transferability refers to the probability that the study findings have meanings to
others in similar situations (Speziale & Carpenter, 2007). This criterion is similar to
the generalizability in quantitative research. Although the goal of qualitative research
IS not to produce generalization, the transferability criterion focused on general
similarities of findings under similar contexts or circumstances (Leininger, 1994).
Threats to the transferability of the findings were minimized due to the diverse

representation of the participants age range and the survival length.

Data analysisfor the quantitative data

All the quantitative data were entered and analyzed using SPSS Statistics 17.0 (SPSS
Inc. Chicago, Illinois). In the second stage, descriptive statistics were used to describe
respondents demographic and medical information, and the sexuality issues of
Chinese gynecologic cancer survivors. Inferential statistics included the use of
Cronbach’'s «a, factor analysis, binary logistic regressions. In the third stage,
descriptive statistics were used to describe respondents demographic characteristics,
mean SABS scores and nursing practice scores. Inferential statistics included the use

of factor analysis, Spearman’s rank coefficients and Hierarchical regression analysis.

3.2.5 Ethical consideration

Ethical approval was obtained from the Hong Kong Polytechnic University and all
hospitals before the commencement of this study. Information sheets (Appendix 7, 8,
9, 10) about the purpose of this study were provided for all participants to explain the
aim of this study. Consent forms (Appendix 11, 12, 13, 14) were given to all potential
participants to ensure the participation in a voluntary base. After participants consent
obtained, the researcher further explained the process of data collection and reassured

that they could withdraw from the study at any time. A code number was used to
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ensure anonymity. To maintain the confidentiality of the research data, the raw data

could only be accessed by the researcher.

3.3 Summary

This chapter presents study objectives and study methods. Study stage 1 adopted the
gualitative approach to explore the meanings of QOL among Chinese cervical cancer
survivors and the impact of cervical cancer survivorship on these women's QOL.
Open-ended questions by written narratives were adopted to obtain information on
Chinese cervical cancer survivors perceptions of QOL. Stages 2 & 3 were using the
guantitative approach to describe the sexuality concerns of Chinese gynecologic
cancer survivors, and to explore Chinese nurses' attitudes and practice related to

sexuality care in nursing practice respectively.
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4.1 Demographic and medical characteristics of cervical cancer survivors
This study took place in atumor hospital. A total of 42 eligible women were accessed
and invited. Thirty-five women responded to the invitation to provide a narrative

account of their experience.

Demographic and medical characteristics data of these 35 informants show in Table
4-1. A majority of the survivors of cervical cancer were in their 30s (14 out of 35
women) or 40s (13 out of 35 women). Eighteen had high school education or above.
Ten were working at the time of data collection. Twenty-three out of 35 women had
been unemployed since their cancer diagnosis. Most were married but 9 divorced after
their cancer diagnosis. Twenty survivors of cervical cancer were diagnosed in the
early stages, but there were three women with an advanced stage of diagnosis.
Fourteen informants had undergone surgery. Eighteen had received a combination of
cancer treatments (Surgery, Chemotherapy, or Radiotherapy). Fifteen respondents had

1-2 years of post-primary treatment.
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Table 4-1 Demographic and medical characteristics of informants

Characteristics N=35
n (%)
Age
< 20 years 1(2.9)
20-29 years 2(5.7)
30-39 years 14 (40.0)
40-49 years 13(37.1)
>50 years 5(14.3)
Education levels
Primary school or below 17 (48.6)
High school or diploma 8(22.9
College Diploma 9(25.7)
University degree 1(2.9
Employment status
Employed 10 (28.5)
Unemployed (before diagnosis) 1(2.9)
Unemployed (after diagnosis) 23 (65.7)
Retired 1(2.9
Marital status
Single 1(2.9)
Married 24 (68.6)
Divorce (after diagnosis) 9(25.7)
Widowhood 1(2.9)
Stages of disease diagnosis
Early stage 20 (57.1)
Middle stage 12 (34.3)
Middle to Advanced stage 3(8.6)
Types of treatment
Surgery 14 (40.0)
RT or CT 3(8.6)
Surgery and RT 5(14.3)
Surgery and CT 7 (20.0)
Surgery and CT and RT 6 (17.1)
Time since post primary treatment
<0.5 year 5(14.3)
0.5-1 year (<1 year) 6 (17.1)
1-2 years 15 (42.9)
3-5 years 7 (20.0)
6-10 years 2(5.7)

Abbreviation: RT - Radiation therapy, CT - Chemotherapy
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4.2 M eaning of quality of life
In response to the question, “could you please describe the meaning of ‘quality of life’
in your own words?’ the major components/indicators about the meaning of QOL as

perceived by Chinese cervical cancer survivors are listed in Table 4-2.

Table 4-2 The meaning of quality of life perceived by Chinese women

Health condition:
Good health/health condition and free of disease (CCS 3, 9, 15, 16, 17, 19, 20, 24,
26, 29, 30-35)

Issuesrelated to daily living:
Normal living (CCS16 & 21)
Having basic living materials (CCS11)
Regular living habits such as eating, sleeping and entertaining activities (CCS18)
Living independently, having a good standard of living (CCS2, 4, 10, 23, 25 & 28)
Being happy (CCS9, 16, 29, 24 & 29)
Having hope for the future (CCS 20 & 22)
Being easily satisfied with life (CCS15)

Social relationships:
The quality of relationship with society, good social relationship, the quality of
interpersonal relationship with friends and colleagues (CC$4, 13, 20 & 24)

Financial condition:
QOL depending on financial condition and having to save as much as possible to
afford the cost of cancer treatments and living expenses (CCS1)
Financial condition, good financial conditions, enough money to use (CCS12, 13,
15 & 27)

Family issues:
Family harmony or having a harmonious family atmosphere, people and things in
the family running smoothly, good family relationship (CCS7, 9, 13, 17, 18, 25, 28
& 34)

Work-related issues:
Working conditions, being able to independently finish work, good quality of work
and recognition from colleagues (CCS 4, 14, 15 & 31)

Issuesrelated to sex life:
The importance of sexual activity and the harmony of sex life and sexual
relationship with husband/ partners (CCS7, 12, 17, 26 & 29)

Abbreviation: CCS - cervical cancer survivor

The most common one was ‘QOL’ meant being in a good health condition and free of
disease. The second component was women's concerns on daily living, such as
normal living, being happy, having hope for the future, and having a good living

standard. As survivors of cervical cancer, some of the informants perceived living
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independently as one of the components of QOL. Other issues related to daily living

included regular living habits and being easily satisfied with life.

The third component was about social and interpersonal relationships such as the
quality of relationship with family members, colleagues and society at large. The
fourth component concerned financial conditions such as having enough money to
afford the cost of cancer treatment. The fifth component was related to family issues:
having a happy family, or having good and harmonious family relationships. The
sixth component was about work-related issues. working conditions, being able to
work independently, and having the quality of one's work recognized by colleagues.
The final one was related to sex life. Some women took sexual activity and the
harmonious sexual relationship with their husbands/partners as important indicators of
their QOL.

4.3 Theimpact of cervical cancer survivorship on Chinese women’s QOL
The analysis of written narratives related to the impact of cancer survivorship on their

QOL, there were seven themes and a variety of subthemes emerged.

4.3.1 Physical health worry
Physical health worries included loss of appetite, poor seep quality, loss of hair and
weight changes due to cancer treatment, premature menopause symptoms due to
ovarian removal surgery or ovarian failure, constipation and dysuria:
| was very sensitive to radiotherapy; after trestment | had no appetite and poor
quality of sleep. Also, my immune system was weaker than before, so that |
caught cold easily...(CCS3).
...leg edema and hyperspasmia, hot flushes, midnight sweating, and severe
constipation...(CCS12, 18).

39



4.3.2 Psychological health concerns
The diagnosis of cervical cancer or treetment may also have negative psychological
sequelae: anxiety, depression, becoming irritable, feeling guilty due to burdening the
family, feeling fatigue and worrying about disease. Fear of cancer recurrence was one
common negative psychological concern. Other subthemes were including with sense
of vulnerability, such as feeling unable to control one’'s health, reduced self-esteem
and sense of self (the way of viewing oneself):
One year after surgery, my mood was not stable and | would have significant
mood swings; | felt more irritable, worried about the disease and afraid of
cancer recurrence...(CCS18).
Sometimes | felt very anxious and worried about the possible recurrence of
cancer, resulting in sleeplessness, feeling dirty and had no sense of self (CCS9,
31).

4.3.3 Fedling of social isolation
Although some women reported no changes in their daily lives, more than half
described cancer as having negative impacts on their social functioning, including
narrowed social networks, and feeling isolated:
After the cancer diagnosis, | quit my job. Just staying in home and having
nothing to do, | felt isolated (CCS20).
...l lost my job due to my disease (cancer); my social networks were narrowed

as a consequence...(CCS29)

4.3.4 Being a burden to family
Relevant impacts included concerns regarding family members’ living conditions and
placing an emotional burden on their husband:

...worrying about my disease influenced my family members quality of life,

especially for my children. Since getting the disease (cancer), | had become
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more irritable. Sometimes | would quarrel with my husband. Now the whole

family suffered from lots of pressure (CCS15, 28).

The other aspect was the financial burden placed on the family, such as having to
afford cancer treatment costs:
In order to come to hospital to undertake systematic treatment, all my family
members have to save as much possible in daily living. In order to pay for my
treatment, my whole family borrowed alot of money from others. Particularly

since | haven't returned to work, | am under alot of financial pressure (CCSL1).

4.3.5 Disruptionsto sexual life
There were negative changes in the women’'s sex lives. Since the diagnosis and
treatment of cervical cancer, a mgjority of survivors (13 out of 35) had not resumed
sexual activities. Reasons included having no husband/partner, being too tied to have
sex, fear of sexual activities having a negative impact on disease recovery or
weakening the potency of cancer treatment, and their husband not initiating sexual
activities:
Since the surgery, there has been no sexual activity, as | am worried that
sexual intercourse may influence the effect of treatment...(CCSL).
Before the surgery, our sex life was really good. Since the surgery, there has
been no sexual activity. My husband and | deep in different beds: relevant
factors include fear of disease, the negative impact of thinking about sexual

intercourse, and the lack of sexual desire (CCS9).

Some women reported that they were currently sexually active but with reduced
frequency or/and quality of sexual activities, because of vagina dryness, dyspareunia,
worrying about disease, husband/partners having poor health problems, and aging

problems resulting in lack of energy:
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Sexual activities were very few, due to aging problem and my husband’ poor
health condition (CCS5, 22).

The frequency was the same but...the quality of our sex life is not as good.
There are lots of factors, including vaginal dryness, pain during sexual
intercourse, and my husband also being afraid of contracting the

disease...(CCS7).

4.3.6 Sour ces of social support
Participants had numerous sources of support for coping with their disease. The most
common one was caring and psychological/social supports from the family. Some
women even reported that their family members gave them too much support:
...my family members always tell me that my life is not just belonging to
myself. No matter what happens, | have to live for my family (CCS3).
All family members very emphasized my health conditions. They did
whatever they could for me. But | don't want to get so much caring, it (family
members caring and support) has adverse effects on me and let me feel

depressed (CCH).

Also, women may obtain support and care from their relatives, friends and colleagues:
My neighbor and colleagues support and caring let me come through all those
hard time during my treatment (CCS18, 25).

Other women were just facing and accepting the reality as one coping strategy. By
using of positive life beliefs or religion beliefs, one woman reported ‘Buddhism’ as
one way for coping with disease:
Just acceptance the reality and trying to lead to normal life, difficulties always
exist but | believe that there are many ways to conquer difficulties (CCS16,
30).
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Coping with disease included relative's support, relying on
Buddhism...(CCS9).

Other drategies were by forgetting about the disease, paying little attention on the
status of patients, and just struggling for living:
...don't aways think about | am a patient... forgetting about disease and less
emphasis on the status of patients (CCS21, 24).

Finally, one informant reported relying on professional counseling to cope with the
disease:
At the beginning of treatment, | had lost heart in life. Fortunately, my friends
brought me a psychological counseling clinic. By professional counseling, |

benefited a lot and gradually have courage to carry on my life (CC$4).

4.3.7 Changes of life outlook and better family relationships
Women also reported certain positive gains from their cancer experience. These
changes included more positive life outlooks, such as a more positive attitude toward
life, treasuring life, appreciating relationship with others, viewing the cancer
experience as a rebirth, the relationship with their husband becoming more intimate,
and their family relationship become more harmonious.
...compared with before | had cancer, now | have a more positive outlook on
life and enjoy it every day (CCS1).
Compared with before the cancer, my relationship with my husband has
become more intimate, | am more content with life and more aware of my

health, and | treasure life and feel grateful to be alive (CCS17, 20).

4.4 Summary
This chapter reported study findings at study stage 1. The meanings of QOL perceived
by 35 Chinese survivors of cervical cancer included being free of disease, having a
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good standard of living, having a harmonious family atmosphere, being able to work
independently, and having a harmonious sexual life. The impact of cervical cancer on
Chinese women’s QOL includes physical and psychological sequelae, family distress,
financial burden and disruptions to social function and sex life. Nevertheless, positive
gains reported among these survivors included changes of life outlook, treasuring life
and better family relationships. Study findings revealed that Chinese cervical cancer
survivors identified their sexual life/activities as one of important aspects of QOL. It
IS necessary to raise nurses and other healthcare providers awareness on addressing

women’s sexuality-related concerns in practice.
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5.1 Participants demographic and medical characteristics
Among these 3 studied hospitals, a total of 180 subjects were accessed in this study.

Twenty-four outpatients refused to participate, either because they did not have time
or due to the sensitive nature of this research topic. As a result, only 156 Chinese
gynecologic cancer survivors were included in this report, yielding a response rate of

86.7%.

Demographic and medical characteristic data in Table 5-1 show that 34% of
participants were in their 50s or older. A majority of participants (66.6%) had primary
school or alower education level. Nearly half (48.7%) were unemployed. Almost all
participants (93.6%) were married, and many of them (89.7%) had children. More
than half of women (53.2%) had an advanced stage of cancer. Thirty-two per cent
were having a single type of treatment, while the remainder were receiving a
combination of cancer treatments. More than half of participants (60.3%) had just
completed their initial cancer treatment (within half a year). Nearly three quarters of

the women had a diagnosis of cervical cancer.
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Table 5-1 Demographic and medical characteristics of participants

No. (%)

Characteristics (n = 156)
Agegroup, y

20-29 7(4.5)

30-39 39 (25.0)

40-49 57 (36.5)

>50 53 (34.0)
Education level

Primary school or below 104 (66.6)

High school 19 (12.2)

College or above 33(21.1)
Employment status

Employed 57 (36.5)

Unemployed 76 (48.7)

Retired 23(14.7)
Marital status

Married 146 (93.6)

Divorced 5(3.2)

Widowed 5(3.2
M otherhood

No 16 (10.3)

Yes 140 (89.7)
Disease stage

Early stage 73 (46.8)

Advanced stage 83(53.2)
Types of treatment

Surgery 37 (23.7)

RT 13(8.3)

Surgery + RT 24 (15.4)

Surgery + CT 31(19.9

Surgery + RT + CT 48 (30.8)

RT +CT 3(1.9
Time since completing initial treatment, y

<0.5 94 (60.3)

0.5-1 36 (23.1)

2-5 20 (12.8)

>5 6 (3.8)
Types of cancer

Cervical cancer 115 (73.7)

Others 41 (26.3)

Abbreviation: RT- Radiation therapy, CT- Chemotherapy
Note. Others-including ovarian, uterine and vulva cancer
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5.2 Sexuality issues among Chinese gynecologic cancer survivors

5.2.1Body image among participants

The percentage of agreement or disagreement was undertaken by dichotomizing item

response options between 2 and 3: the response of 1-2 and 3-4 were taken as

disagreement and agreement, respectively. As shown in Table 5-2, more than half of

the women (64.1%) like their appearance, and 70.5% of them think that they were

physically attractive. In addition, nearly 70% of the women like their looks, and

51.9% of them viewed their body being sexually appearing. Overall, these participants

were with positive feelings about their body image.

Table 5-2 Sexuality issues among Chinese gynecologic cancer survivors

In the past month

n (%)

n (%)

n (%)

n (%)

Body image

1. You didike your appearance

2. You like your looks just the way they are

3. Most people would consider you good-l ooking

4. You are physicaly unattractive

5. Your body is sexudly appeding

Role and relationship issues

6. Has cancer affected your sense of femininity?

7. After cancer treatment, has cancer affected the way

your partner feels about you as a woman?

8. Has cancer affected your role as a sexual partner?

9. Has cancer affected your role as a mother?

10. Has cancer affected your overall sexua
relationship with your intimate partner?

Sexual function

11. Areyou worried about your partner’s
overall sexual function?

12. Areyou worried about your
overall sexual function?

13. Did you feel any sexual desire this month?

14. Did you feel drynessin your vagina
during intercourse?

15. Have you had any pain or discomfort
during sexual intercourse?

16. Have you experienced bleeding during
intercourse?

17. Did you feel that intercourse was bothersome
because your vagina felt too small?

18. Were you ableto compl ete sexual intercourse?

19. Have you reached orgasm?

20. Did you fed satisfied after having sex?

Sexual activity

21. Was 'having sex’ an important part of your life?

22. Have you had sexual activity this month?
23. Did you enjoy sexual activity this month?

24. How fregquently did you have sexual intercourse
this month?

25. Are you satisfied with the frequency of sexud
intercourse this month?

Agreement
56 (35.9)
109 (69.9)
99 (63.4)
46 (29.5)
81 (51.9)
Very much
21 (13.5)
24 (15.4)

14 (9.0)
9(5.8)
19(12.2)

Very much
16 (10.3)

18 (11.5)

7(45)
11(7.1)

8 (5.1)
11(7.2)
6(3.8)
4(2.6)
11(7.2)
8 (5.1)
23 (14.7)
13(8.3)
7 (4.5)

1(0.6)
>4 times
3(19)

Disagreement
100 (64.1)
47 (30.2)
57 (36.6)
102 (70.5)
75 (48.1)
Moderate
101 (64.7)
103 (66.1)

84 (53.9)
57 (36.5)
89 (57.1)

Average
34(21.8)

24 (15.4)

28 (18.0)
27 (17.3)

29 (18.6)
15 (9.6)
14 (9.0)

19 (12.2)
30(19.2)
41 (26.3)

77 (49.9)
59 (37.9)
24 (15.4)

21(13.5)
3-4times
43 (27.6)

No impact
34 (21.9)
29 (18.6)

58 (37.2)
90 (57.7)
48 (30.9)

A little
38 (24.4)

55 (35.3)

47 (30.1)
52 (33.3)

45 (28.9)
52 (33.3)
53 (34.0)

57 (36.5)
45 (28.9)
40 (25.6)
23(14.7)
38 (24.4)

26 (16.7)

24 (15.4)
1-2times
20(12.8)

Not at all
68 (43.6)

59 (37.9)

74 (47.4)
66 (42.3)

74 (47.9)
78 (50.0)
83(53.2)
76 (48.7)

70 (44.9)
67 (42.9)

33(21.2)
46 (29.5)
99 (63.5)

110 (70.5)
Not at dl
90 (57.7)
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5.2.2 Role identity and sexual relationships among participants

Table 5-2 also shows data regarding role and sexual relationship issues of these
gynecologic cancer survivors. The impact of cancer and its treatment on women’srole
identity and function was classified into 3 levels. severe impact, moderate impact
(response options 2 and 3 were taken as a moderate level of impact), and no impact. A
majority of women (64.7%) reported that cancer has moderate impact on their sense
of femininity. Similarly, it affected women's role as sexual partners (62.9%).
Although 30.8% of participants reported that cancer has no impact on their overall
quality of sexual relationship, 19 women (12.2%) indicated that cancer has severe
impact on their sexual relationship with partners.

5.2.3 Sexual function issues among participants

More than half of women were worried about their own overall sexual function
(62.2%), with 11.5% being ‘very worried’ . Most (77.5%) reported little or no sexual
desire. More than half (57.7%) of them reported the problem of vaginal dryness, and
52.6% of women had experienced pain or discomfort during sexual intercourse. Fifty
per cent of participants reported the experience of bleeding during intercourse. Most
of the women (85.2%) reported feeling unable to complete sexual intercourse,
difficulty in reaching orgasm (73.7%), and feeling unsatisfied with sex (68.5%). The

detailed information about women’'s sexual function was summarized in Table 5-2.

5.2.4 1ssues of sexual activity and reasons of sexual inactivity among participants
Table 5-2 also shows these Chinese women'’s reports of their sexual activity. Most of
the Chinese women (78.8%) viewed sexual activity as at least ‘a little’ important part
of their life. While only a few of them (29.5%) had not engaged in intimate sexual
activities in the past month, most participants (70.5%) did not engage in sexual
intercourse. More than half of these women neither enjoyed their sexual activity nor

were satisfied with the frequency of their sexual intercourse.
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The reasons of sexual inactivity during the past month are shown in Figure 5-1. Most
common reasons include “sex may weaken the effect of cancer treatment” (46.5%),
“sex may cause cancer recurrence” (41.1%), “feeling too tied” (33.3%), “worrying
about sex may impede disease recovery” (32.6%), and “lack of sexual interest” (31%).
Issues related to women’'s partners were also identified as “partner not initiating
sexual activity” (17.1%), “partner’ poor health conditions making difficult to having
sex” (11.6%), “partner lacking of sexual interest “ (10.9%), and “partner fear of

infecting cancer by sex” (10.9%).

Figure 5-1 Reasons of sexual inactivity among Chinese gynecologic cancer survivors
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5.3 Pre-post cancer comparison of sexuality issues among Chinese women

When looking sexuality issues after cancer treatment, there were significant negative
changes in their sexual activity, function and sexual relationships. Many of the
women (76.9%) reported a reduction in the frequency of sexual activity. Three
guarters of them reported a decrease of sexual interest/desire, and 57.5% of

participants reported that their overall sexual relationship with partners was negatively
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impacted after the diagnosis and treatment of gynecologic cancer. Detailed

information is shown in Table 5-3.

Table 5-3 Pre-post cancer comparison of sexuality issues among Chinese
gynecologic cancer survivors

Compared with sexuality issues after cancer treatment Negative No
changes changes

n (%) n (%)

26. Has your interest in sexual activity changed? 117 (75.0) 39 (25.0)
27. Hasthe frequency of your sexual activity changed? 120 (76.9) 36 (23.1)
28. Has your preference regarding types of sexual activity changed? 102 (65.4) 54 (34.6)
29. Hasthedryness of your vagina changed? 102 (65.4) 54 (34.6)
30. Do you fed that the size of your vagina has changed? 95 (60.9) 61 (39.1)
31. Hasthe pain you experience during sexual intercourse changed? 102 (65.4) 54 (34.6)
32. Has the quality of your sexual rdationship with your partner 90 (57.7) 66 (42.3)

changed?

Predictors of negative changes in sexuality issues among Chinese women by logistic
regression were shown in Table 5-4. Women over 50 reported significantly worse
outcomes in terms of loss of sexual desire/interest (OR 3.64, 95% Cl 1.19-11.16), and
reduced frequency of sexual activity (OR 3.19, 95% CI 1.40-7.31) compared to their
younger counterparts. Women from lower educational backgrounds reported a more
negative impact of the overall quality of sexual relationship (OR 0.43, 95% CI 0.21-
0.92) compared to their more educated peers. For treatment type, women who
received radiation therapy reported more negative changes in terms of vagina dryness
(OR 2.27, 95% CI 1.09-4.72), and pain experienced during intercourse (OR 2.38, 95%
Cl 1.20-4.69) when compared to women receiving other forms of treatment. Types of
cancer were significantly associated with the overall sexuality of gynecologic cancer
survivors, this finding should be interpreted with caution due to small number of
ovarian, uterine and vulva cancer survivors included in this study. Even though larger
numbers of women reported changes in perceived vaginal size and preferred sexual
activities as reported above, the demographic and medical variables examined in this
logistic regression analysis were not found to be predictive of outcome of change

experienced post cancer treatment.
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Table 5-4 Predictors of negative changes in sexuality issues among Chinese gynecologic cancer survivors by logistic regression

Variables & Predictors B SE OR 95% CI for OR P value

Low Up

Has your interest in sexual activity changed?

Age (<50y vs. =50y) 1.201 0.572 3.637 1.186 11.156 0.024
Has the frequency of your sexual activity changed?

Age (<50y vs. =50y) 1.161 0.422 3.103 1.3% 7.305 0.006
Time since completing initial treatment -0.885 0.444 0.413 0.173 0.987 0.047

(<0.5y vs. >0.5y)

Has your preference regarding types of sexual activity changed?

B - - - - - NS
Has the dryness of your vagina changed?

Types of treatment (no RT vs. with RT) 0.819 0.373 2.269 1.002 4.716 0.028
Do you feel that the size of your vagina changed?

B - - - - - NS
Has the pain you experience during sexual intercourse changed?

Types of treatment (no RT vs. with RT) 0.865 0.347 2.376 1.204 4.680 0.013
Has the quality of your sexual relationship with your partner changed?

Education level (low vs. high) 0.835 0.382 0.434 0.205 0.917 0.029
Types of cancer (Cervical cancer vs. others) 1543 0.399 4,679 2.142 10.222 <0.001

Note. B- Regression coefficient for each variable in the logistic regression; Others-including ovarian, uterine and vulva cancer
Abbreviation: SE-Standard error; OR-Odds ratio; Cl-Confidence interval; NS-No significance; RT-Radiation therapy
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5.4 Summary

This chapter reported the study results of stage 2. A total of 156 Chinese gynecologic
cancer survivors were included in this stage. Study results revealed that the
participants (63.9%) were generally positive towards their own body appearance.
However, a large percentage (69.3%) of the women reported that cancer had
influenced their overall quality of life in terms of sexuality and intimate relationships.
Sexual dysfunction was an important concern among these women (62.2%). The rate
of sexual inactivity (70.5%) was relatively high. Reasons for sexual inactivity were
related to worry about possibly weakening the potency of treatment (46.5%), fear of
cancer recurrence (41.1%), and lack of sexual interest (31%). When looking at
predictors of sexuality after cancer treatment, this study found that older age (>50
years old) was associated with the decrease of sexual desire/interest (OR 3.64, Cl
1.19-11.16). Women who received radiation therapy suffered from more severe
vaginal dryness (OR 2.27, Cl 1.10-4.72) and were less sexually active than those who
did not have radiation therapy.

53



6.1

6.2

6.3

6.4

6.5

6.6

Chapter 6
Addressing Sexuality Issues from Chinese Nur se Per spectives

Demographics of participants

Nurses attitudes and beliefs regarding patients sexuality

concerns

Facilitators and barriers influencing nursing practice related to

sexuality issues discussion in nursing practice

Addressing sexuality concerns of patients with gynecologic
cancer in practice

Predicting factorsrelating to the sexuality care in nursing
practice

Summary

55

56

60

62

65



6.1 Demographics of participants

Among these 6 dudied hospitals, the total number of eligible nurses in the
gynecologic units was 243. Only 202 questionnaires were completed and included in
this report, giving aresponse rate of 83.1%.

All participants were female nurses working in gynecologic cancer units in the three
abovementioned cities in China. Nearly 60% were between 21 and 30 years old.
Nearly half (49.5%) had been working in cancer units for 6 to 20 years. Forty-five per
cent were Nurse-in-Charge. Mogt had either a diploma or an associate degree (84.6%).
More than half (61.4%) were married. Participants came from two types of hospitals:
tumor hospitals (49%, n = 99) and general hospitals (51%, n = 103). Detaled
information on these 202 nurses’ demographics is shown in Table 6-1.

Table 6-1 Demographics of Chinese nurses (N=202)

Characteristics n (%)
Age (years)
<20 5(2.5)
21-30 121 (59.9)
31-40 65 (32.2)
41-50 11 (5.4)
Work experience (years)
<1 28 (13.9)
1-5 56 (27.7)
6-10 54 (26.7)
11-20 46 (22.8)
>20 18 (8.9)
Work position
Nurse 14 (7.0)
Experienced Nurse 57 (28.2)
Nurse-in-Charge 91 (45.0)
Nursing Officer 40 (19.8)
Education level
Diploma 96 (47.5)
Associate degree 75(37.1)
Bachelor’s degree 29 (14.9)
Master’s degree 2(1.0)
Marital status
Single 77 (38.1)
Married 124 (61.4)
Missing values 1(0.5)
Hospital type
Tumor hospital 99 (49.0)
General hospital 103 (51.0)
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6.2 Nurses attitudes and beliefs regarding patients sexuality concerns

Table 6-2 shows the distribution of nurses in agreement or disagreement with the
attitudes and belief statements regarding patients sexuality concerns. The percentage
of disagreement or agreement was undertaken by dichotomizing item response
options. those who chose the options of 1-3 (strongly disagreed, disagreed and
slightly disagreed) and 4-6 (dightly agreed, agreed, strongly agreed) were classified
as being in disagreement or agreement respectively. The mean and standard deviation
(SD) are aso shown in Table 6-2, with positively stated items reversely scored to
calculate the means. The higher the mean scores, the more negative the nurses
attitudes regarding patients sexuality concerns. In this study, the total SABS score
ranged from 27 to 67 (M = 44.94 SD 8.12)
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Table 6-2 Nurses attitudes and beliefs regarding sexuality concerns of gynecologic
cancer patients

[temsin SABS M (SD) Agreement Disagreement
(%0) (%)
Negatively stated items
1. Sexudity istoo private an issue to discuss with patients ~ 4.70 (1.45) 7.7 22.3
(SABS))
2. Most hospitalized patients are too sick to be interested in - 4.14 (1.49) 63.4 36.6
sexuality (SABS2)
3. Sexuality should be discussed only if initiated by 3.78 (1.41) 59.4 40.6
patients (SABS3)
4. When patients ask me a sex-related question, | advise 3.52(1.44) 52.0 48.0
them to discuss it with their physician (SABS4)
5. I am uncomfortable talking about sexual issues (SABS5) 3.21 (1.47) 41.6 58.4

Positively stated items®
6. | maketimeto discuss sexua concernswith my patients 412 (1.41) 34.2 65.8
(SABS6)
7. | am more comfortable talking about sexual issueswithmy  3.99 (1.27) 34.7 65.3
patients than are most of the nurses | work with (SABS?)

8. | fed confident in my ability to address patients’ sexual 3.98(1.45) 351 64.9
concerns (SABSS8)

9. Patients expect nursesto ask about their sexual concerns 3.68(1.48) 47.0 53.0
(SABS9)

10. Discussing sexuality is essential to patients' health 341(1.69) 49.0 51.0
outcomes (SABS10)

11. | understand how my patients diseases and treatments 3.20(1.38) 574 42.6
might affect their sexuality (SABS11)

12. Giving a patient permission to talk about sexuality 3.14(1.48) 62.9 371
concernsisanursing responsibility(SABS12)

! Positively stated items were reversely scored for the calculation of means.

The mean SABS score of each item varied from 3.14 to 4.70. Over three quarters
(77.7%) of the nurses viewed sexuality as ‘too private an issue to discuss', and 63.4%
assumed that ‘most hospitalized patients are too sick to be interested in sexuality’.
These two items had high mean scores, with mean = 4.70 (SD 1.45) and mean = 4.14
(SD 1.49) respectively.
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More than half of the Chinese nurses (62.9%) agreed that ‘giving a patient permission
to talk about sexual concerns is one of nurses responsibilities’, and 57.4% understood
how ‘patients disease and treatment might affect their sexuality’. However, only
35.1% were ‘confident in their abilities to address issues of sexuality’, 34.7%
considered themselves ‘ comfortable talking about sexual issues with my patients’, and
34.2% ‘made time to discuss sexual concerns with cancer patients. The mean scores
for these three statements were high at 4.12 (SD 1.41), 3.99 (SD 1.27) and 3.98 (SD
1.45) respectively.

6.3 Facilitators and barriers influencing nursing practice related to sexuality
issue discussion in nursing practice

Table 6-3 shows nurses agreement with the statements regarding facilitators and
barriers influencing nursing practice related to sexuality concerns. The percentage of
disagreement or agreement was undertaken by dichotomizing item response options:
those who chose the options of 1-3 (strongly disagreed, disagreed and slightly
disagreed) and 4-6 (slightly agreed, agreed, strongly agreed) were classified as being
in disagreement and agreement respectively. Higher mean scores indicate higher
agreement with the facilitators and barriers influencing nursing practice related to the

sexuality concerns of gynecologic cancer patients.
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Table 6-3 Facilitators and barrier sinfluencing sexuality carein nursing practice

M (SD)  Agreement Disagreement

(%) (%)
Facilitators
1. Having agood nurse-patient relationship (F1) 4.97(1.21) 87.6 124
2. Possessing good communi cation skills (F2) 4.74(1.25) 82.7 17.3
3. Avallability of private environment (F3) 4.38(1.55) 72.3 277
4. Possesson of sound sexudity knowledge (F4) 4.32(1.42) 713 28.7
5. Provision of relevant training (F5) 4.18(1.68) 66.8 33.2
6. Patients requesting information related to sexua history 4.15(1.71) 64.4 35.6
and disease (F6)
7. Patients initiating or expressing their sexudity concerns  3.70(1.48) 56.9 431
(F7)
8. Sexudlity care being included in routine nursing practice  3.65(1.61) 56.4 43.6
(F8)
Barriers
Prejudices about cancer
9. Women with cancer having more things to be concerned  4.51(1.51) 72.3 21.7
about than having sex
10. Sexudity representing alow health priority 4.31(1.43) 71.3 28.7
Organization restrictions
11. Staff shortages resulting in limited time and energy 4.48 (1.47) 74.8 25.2
12. Limited resources 4.33(1.40) 72.8 27.2
13. Lack of role modelling 4.20(1.51) 64.9 35.1
14. Lack of private setting 4.17 (1.50) 68.3 31.7
15. Sexudlity care not being part of nursing routine 3.79(1.74) 55.9 4.1
Nurses’ factors
16. Inadequate education preparation 4.40 (1.65) 68.8 31.2
17. Being afraid of offending patients 4.32 (1.57) 69.3 30.7
18. Lack of relevant experience 4.20 (1.54) 67.8 32.2
19. Limited knowledge 3.98 (1.50) 64.9 35.1
20. Feeling embarrassed a addressing patients sexuaity 3.93(1.70) 60.9 39.1
concerns
Patients’ factors
21. Patients possible embarrassment a discussing their 4.39 (1.59) 71.3 28.7
sexuality concerns
22. Patients concealing information 4.19(1.48) 65.3 34.7
23. Patients feeling that sexuality assessment is not relevant  4.08 (1.47) 66.3 33.7
treatment
24. Patients declining to answer nurses questions 4.08 (1.45) 65.3 34.7
25. Patients refusal 3.84(157) 57.9 42.1
Myths about cancer
26. Fear that sex will weaken the potency of the cancer 2.78(1.57) 34.7 65.3
treatment
27. Cancer may recur if patients have sex after treatment 2.44 (1.60) 21.7 72.3
28. Cancer is contagious 2.33(1.65) 26.2 73.8

The facilitators influencing nursing practice were ‘having a good nurse-patient
relationship’ (mean = 4.97, SD 1.21), good communication skills (mean = 4.74, SD
1.25), and ‘having a private environment available’ (mean = 4.38, SD 1.55). More
than 80% of nurses agreed that having a good relationship with clients and possessing
good communication skills are two facilitators of practice related to sexuality
concerns. Only slightly more than half of the nurses agreed that ‘sexuality care is
included in routine nursing practice’ (56.4%), and ‘patients initiated or expressed
sexuality concerns’ (56.9%) were facilitators influencing practice related to sexuality

care.
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The common barriers related to sexuality care included Chinese nurses perceptions
that ‘women with gynecological cancer have more things to be concerned about than
having sex’ (72.3%,), being ‘embarrassed when addressing patients sexuality
concerns (71.3%), and believing that ‘sexuality care represents a low priority’
(71.3%). Other related barriers were attributed to organizational restrictions such as
‘staff shortages (74.8%), limited resources (72.8%), and nurses ‘inadequate
educational training related to sexuality care’ (68.8%).

6.4 Addressing sexuality concerns of patients with gynecologic cancer in nursing
practice

Table 6-4 shows nurses self reports of how frequently they addressed patients
sexuality concerns in practice. They were asked to choose from options 1 to 6,
indicating ‘never’ to ‘frequently’. The mean and SD are shown, with negatively stated
statements reversely scored to calculate the means. Higher mean scores indicate that
nurses addressed the sexuality concerns of patients with gynecologic cancer relatively
more frequently in practice. The mean scores for all practice statements varied from
2.15t0 3.15 in the possible range of 1-6, indicating that nurses never, rarely or seldom
addressed patients' sexuality concerns in daily practice.
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Table 6-4 Addressing sexuality concerns of patients with gynecologic cancer in nursing practice

Nursing Practice M (SD) Never Rarely Seldom Occasionallz Sometimﬂé Frequentl)a/
1 2 3
n (%) n (%) n (%) n (%) n (%) n (%)

1. Discussing concerns of body image changes 3.15(1.55) 41(20.3) 29(14.4) 47(23.3) 45(23.3) 22(10.9) 18 (8.9)
and effects on sexuality with patients

2. Discussing the risk of early menopause with 3.14(1.60) 45(223) 33(16.3) 35(17.3 43(21.3) 29(14.9) 17 (8.4)
patients who are of childbearing age

3. Providing information/education regarding 3.12(1.57) 44(21.8) 33(16.3) 34(16.8 51(25.2) 24(11.9) 16 (7.9)
patients’ sexuality concerns

4. Asking patients about problems in sexual 3.10(1.77) 61(30.2)0 22(109 32(15.8) 34(16.8) 28(139 25(12.4)
functioning

5. Telling patients about possible effects of 3.00(159) 56(27.7) 25(124) 35(17.3 45(22.3) 30(14.9 11 (5.4)
cancer on sexual functioning

6. Asking patients about possible problems in 281(163) 64(31.7) 33(16.3) 33(16.3) 36 (17.8) 21(10.9) 15 (7.4)
their sexual relationships

7. Telling patients about the possible side- 277(153) 54(26.7) 42(20.8) 45(22.3) 32 (15.8) 14 (6.9) 15 (7.4)
effects of cancer treatment on sexuality

8. Answering patients  questions about 244 (1.44) 77(38.1) 35(17.3) 39(19.3 32 (15.8) 13(6.4) 6(3.0)
sexuality

9. Listening to patients concerns about 235(1.38) 77(38.1 41(20.3) 41(20.3 28 (13.9) 8 (4.0) 7(3.5)
sexuality

10. Referral to specialist sexuality counseling 215(1.29) 85(421) 51(252) 29(14.9 28 (13.9) 4(2.0) 5(2.5)

service
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Nearly 40% of nurses reported that they occasionally, sometimes or frequently
discussed with patients ‘their concerns of body image changes and effects on
sexuality’ (mean = 3.15, SD 1.55), and ‘the risk of early menopause’ in women of
childbearing age (mean = 3.14, SD 1.60). By contrast, nearly 80% of nurses never,
rarely or occasionally ‘listen to patients sexuality concerns (mean = 2.35, SD 1.38)
and make ‘referrals to sexuality counseling services (mean = 2.15, SD 1.29).

6.5 Predictive factorsrelating to sexuality carein nursing practice

Hierarchical multiple regression analyses were performed to identify significant
predictors for sexuality care in nursing practice. The residuals' normality, linearity,
and homoscedasticity had to be checked before multiple regression analysis could be
conducted (Tabachnick & Fidell, 2007). All categorical variables were transformed
into dummy variables. Relevant screening procedures were also performed. The
residuals among these regression models had no outliers and no evidence of

singularity.

Three steps of regression were conducted. In the first step, before entering the
demographic variables, Spearman’s rank correlation coefficients were performed to
identify significant demographic variables related to sexuality care in practice. Table
6-5 listed all results. Except for age (rs = 0.122, p = 0.084), all other variables were
significantly correlated to sexuality care in practice. Consequently, work experience,
work position, education level, marital status and hospital were entered to predict
sexuality care in practice. In the second step, the SABS items and the Facilitator items

were entered. In the third step, the sub-domains of Barriers were entered.

The results of these regression analyses are listed in Table 6-6. Work position, marital
status and hospital type were datistically significant predictors of sexuality care in
nursing practice. These two variables accounted for 23.1% of the variance. Three
SABS items (sexuality is too private an issue to discuss with patientssSABS1; most
hospitalized patients are too sick to be interested in sexuality-SABS2; when patients
ask me a sex-related question, | advise them to discuss it with their physician-SABS4)
and three Facilitator items (availability of private environment-F3; provision of
sexuality care training-F5; sexuality care being added into routine nursing care-F8)
were also found to be statistically significant predictors. These variables account for
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27.8% of the variance. Two sub-domains of Barriers explained a further 3.3% of
variance. They were prejudices about cancer (women with cancer being concerned
about other things than having sex; sexuality representing a low health priority), and
nurses factors (insufficient education preparation, being afraid of offending patients,
lack of relevant experience, limited knowledge and embarrassment).

Table 6-5 Correlations of nurses demographics with thetotal nursing practice
SCores

Spearman’s Age Y ear sof nursing Work Education Marital  Hospital typ
rank experience position levels status e
coefficient (r)

P Vaue

g:’;ﬁiiggrs‘ "9 oaz 0.239" 0.283" 0.377" 0.219” 0.301"
SCOres 0.084 0.001 <0.001 <0.001 0.002 <0.001

**_P<0.01 (2-taled).
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Table 6-6 Hierarchical regression resultswith total scores of sexuality care
practice as dependent variable

Variables Model 1 Model2 Model3

Stdg P Sidp P Sdg P

1. Work experience (0=10yearsorless, .045  .522 .037 552 059 341

1=more than 10 years)

2. Work position (0=Experienced Nurse ~ .081  .243 099 106 .119 .053

or below, 1=Nurse-in-Charge or above)

3. Education level (0=Diploma, 1= 148  .024 124 055 128 .064
Associate degree or above)
4. Marital status (0=single, 1=married) 205  .006 166  .009 193 .006
5. Hospital type (0=oncology, 1=generd) .246 ~ <.001 .311 <.001 .282 <.001
6. SABS1 -.243 001 -201 .001
7. SABS2 -206 .005 -.241 .008
8. SABS3 -.044 442 -.043 465
9. SABHA -.236 <001 -.168 .005
10. SABS5 -075 250 -.039 .497
11. SABS6 086 .154 026 .654
12. SABS7 105 139 128 .064
13. SABS8 049 395 .042 .479
14. SABS9 -111 147 -109 154
15. SABSI10 098 177 .101 .109
16. SABS11 083 229 .050 .397
17. SABS12 087 .159 .004 941
18. F1 064 407 117 .097
19. F2 065 .338 .023 .759
20. F3 288 <.001 .294 <.001
21.F4 068 .243 .088 .237
22.F5 161 .008 .168 .014
23.F6 A37  .055 .123  .065
24. F7 009 905 .013 .855
25. F8 161 .021  .148 .046
26. Barriers - Prejudices about -.167 .043
cancer
27. Barriers - Organizational -.047  .496
restrictions
28. Barriers - Nurse factors -195  .014
29. Barriers - Patient factors -128 .09
30. Barriers - Myths about cancer -109 112

For regression model 1: F (5, 202) =14.87 (P < .001), Adjusted R* = 0.231;
For regression model 2: F (25, 202) =9.26 (P < .001), Adjusted R? = 0.509;
For regression model 3: F (30, 202) =7.99 (P < .001), Adjusted R? = 0.542.
Abbreviation. Std - Standardized g coefficient



6.7 Summary

This chapter presents study results of stage 3. A sample of 202 nurses working in
gynecological units in China was recruited. Study results revealed that the majority
(77.7%) held the attitude that ‘sexuality is too private an issue to discuss with
patients. Only 34.2% ‘make time to discuss sexual concerns with patients.
Regression analysis revealed that nurse’ marital status and hospital type in which they
were working influenced their practice in sexuality care. Nurses conservative
attitudes toward sexuality, their prejudices regarding gynecological cancer, the lack of
availability of private environment, the lack of sexuality care training, and the failure
to include sexuality care in routine nursing care, were found to be factors that

significantly influence sexual care in nursing practice.
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7.1 Discussion of study findings

7.1.1 Culture and the meaning of quality of life

In terms of the meaning of QOL, most Chinese cervical cancer survivors defined it as
being in good health and free of disease. Other Chinese cervical cancer survivors take
QOL as being happy with the quality of one’s work and of one's interpersonal/social
relationships with colleagues and society. These findings are similar to those of
previous studies taking place in Taiwan and Hong Kong: Chinese cancer survivorsin
these studies also viewed “normal living”, a good working life, happiness, material
resources and support from their families as essential indicators of QOL (Yang & Yin,
1999; Molassiotis et al., 2000).

Culture has been recognized as one of the most powerful factors influencing health-
related attitudes and beliefs (Spector, 2004). Beliefs and values related to family are
as strong as religious belief for Chinese (Chen, 2001). That is the reason that most
Chinese cervical cancer survivors took family support, the quality of family
relationship or with a harmonious atmosphere of family, and the whole family
members well-being as an important aspect of their QOL. Compared with the
definitions of QOL by Western cancer survivors, the concept of QOL was defined as
being independent, reclaiming life, psychological well-being or social relationships
(Dow et al., 1999). In consequence, the emphasis on collectivity (family or family
members as a whole) versus independence was determined different perceptions of
QOL between Chinese and Western cancer survivors.

7.1.2 The impact of cervical cancer survivorship on Chinese women’s QOL

For the impact of cervical cancer survivorship on women's QOL, there were
consistent findings with research in Western countries (Ashing-Giwa et al., 2004;
Distefano et al., 2008; Greimel et al., 2009), Chinese women in this study reported
numerous treatment side-effects. poor deep quality, vomit, premature menopause
symptoms, anxiety, depression, reduced social function and unsatisfied sex life. In
addition, there were similar findings identified in this study as in Western countries
(Akyuz et al., 2008; Hodgkinson et al., 2007; Clemmens et al., 2008). Chinese women
in this study shared their positive changes since cancer diagnosis. more positive life
outlook, more appreciation of life, feeling cancer experience as rebirth and more
treasuring life.
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Other psychological impacts of cancer were including feeling guilty and reduced self-
esteem. Social rejection against cervical cancer survivors is common in China, as
cervical cancer is viewed as a ‘dirty disease’, and is labelled as one of sexually
transmitted disease related to early sexual activity, multiple sex partners (Lai et a.,
2009), which may result in women having long-term feelings of self-blame and
impact their emotional well-being (Chan et al., 2001).

Coping strategies are thought to play an important role in managing the physical and
psychological sequelae associated with a cancer diagnosis and treatment (Costanzo et
al., 2006). When comparing with the coping strategies used by women in the western
countries, there were differences existed between women in China and Western
countries. In Western counties such as in the USA, ‘praying’ is commonly used
coping strategies for female cancer survivors after treatment (Lauver et al., 2007).
Chinese cervical cancer survivors in this study were most often coping with their
disease by family support and caring.

7.1.3 Sexuality issues and quality of life among Chinese cervical cancer survivors
Although sexual issues are not openly discussed and viewed as a cultural taboo in
Chinese communities (Khoo, 2009), unexpected findings from this study were that
some Chinese cervical cancer survivors defined the importance of sex life and the
harmony of sexual relationship with husband as one of major indicators of their QOL.
This is possibly because there is high rate of sexual morbidity prevalent in cervical
cancer survivors. About 58% of women who were sexually active before cancer
refrained completely from sexual intercourse after the diagnosis (Khoo, 2009). In
China, one study found that 60% Chinese women after diagnosis of cervical cancer
reported a complete void of sexual activity (Liu et al., 2006).

In this study, 13 out of 35 informants reported a complete ceasing of sexua activities
after cancer treatment or since the diagnosis of cervical cancer, 8 Chinese women
indicated that there were significant changes in their sexual life including the reduced
frequency and quality of sexual activities. The reasons for not resuming sexual

activities were including treatment side-effects such as radiation therapy result in
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dryness of vaginal, no husband/sexual partners, husband having poor health
conditions, feeling tied, lack of interest and perceived old age. Additionally, Chinese
women and their husband/sexual partners hold misconceptions. cancer is contagious
and can be transmitted through sexual activities, sexual intercourse may weaken the
potency of therapeutic drugs or treatment, and fearing cancer will recur if continuing
to have sex after cancer treatment (Liu et al., 2006; Molassiotis et al., 2000). These
findings indicate a need for Chinese nurses and other healthcare providers to help

cervical cancer survivors dispel relevant misconceptions about sexuality and cancer.

7.1.4 Sexuality issues among Chinese gynecologic cancer survivors

Body image

This study set out to describe sexuality issues among Chinese gynecologic cancer
survivors. Researchers increasingly indicated the importance of assessing body image
in cancer patients (Hopwood et a., 2001). Previous evidence shows that poor self-
image caused by changes in weight or disfiguring surgery may contribute to sexual
problems after gynecologic cancer (Bodurka & Sun, 2006). However, in this study
around 60-70% of Chinese women felt reasonably attractive, and around 50% felt
sexually appealing. In the absence of comprehensive evidence base, future research is
needed to explore why most participants reported positive feelings of body image
even with severely compromised sexual function. One possible reason is that most
participants have recently completed their initial treatment, so that discussing
sexuality concerns such as body image may come down a list of priorities that rightly
place afraid of recurrence and survival in women’s minds (White 2008).

Role and sexual relationships

Role and sexual relationship issues remain a problem for gynecologic cancer
survivors. In this study, 69.3% of women reported that cancer has negatively
impacted the overall quality of sexuality relationship. Although more than half of
participants reported cancer has not impact the role as a mother, 62.9% indicated that
cancer had moderately to severely impacted on their roles as sexual partners. In terms
of role identity issues, 64.7% reported a moderate negative impact and 13.5%
reported a severe impact on reduced sense of femininity. A study on women with
ovarian cancer also demonstrated that the cancer can affect women’'s self-perception
as sexually desirable (Stead et a., 2007). A qualitative study among women with
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cervical and endometrial cancer highlighted that a reduced sense of femininity and
feeling less awoman have negatively influenced women not to resume sexual activity
(Juraskova et al., 2003). In this study, 12.2% of participants indicated that cancer has
severe impact on their overall quality of sexual relationship. Lindau et a. (2007)
suggest that with an understanding of survivors how to maintain sexual partnerships
may help healthcare providers and survivors better understand the role of sexual
relationships in coping with cancer, and maximizing survival and quality of life.

Sexual dysfunctions

Sexual dysfunction was a consistent concern for Chinese gynecologic cancer
survivors. Altered sexual functioning is the most compromised quality of life issue
after treatment for gynecologic cancer (Audette & Waterman, 2010). Previous studies
have shown that treatment for cervical cancer has a potential negative impact on
patients sexuality, such as reduced sexual interest/desire, lack of lubrication,
dyspareunia, reduced orgasm frequency, vaginal changes, and dissatisfaction with
their sex life (Jensen et a., 2003; 2004). In another investigation on a sample of
ovarian cancer survivors, 47% evidenced a lack of desire for sexual intercourse
following treatment, 62% reported pain, and 80% of the research participants
experienced vaginal dryness during sexual intercourse (Carmack Taylor et al., 2004).
In this study, 77.5% of Chinese women reported little or no sexual desire, 52.6%
reported pain during sexual intercourse, and 73.7% indicating difficulty in reaching
orgasm. In order to address women’'s sexual dysfunction, lack of sexual desire,
arousal disorder, vaginal dryness, pain during sexual intercourse and orgasmic

problems should be taken into account as a whole.

Issues of sexual activity

The rate of sexual inactivity was relatively high in this study, as most women (n = 110)
had not engaged sexual intercourse in the previous month. Approximately 70% of
women indicated dissatisfied with the frequency of sexual intercourse. Reasons for
not engaging in sexual intercourse included fear of cancer recurrence, sex weakening
the potency of treatment effects, ceasing sexual intercourse for disease recovery,
feeling too tied to have sex, and lack of sexual interest. The fear of sex causing a
recurrence of cancer may be due to Chinese women's misconceptions. Similar
findings were reported in a study of Hong Kong Chinese women, whose spouses
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viewed gynecologic cancer as probably resulting from excessive sexual activity
weakening the female body (Molassitotis et al., 2000). Reducing or ceasing sexual
activity for disease recovery may be related to Chinese culture. Taoist sexual beliefs
about the regulation of sexual activities to preserve health suggest that Chinese
gynecologic cancer survivors and their partners reduce or cease sexual activities after
cancer treatment in order to facilitate the recovery of a woman’s health (Tang et al.,
1996).

7.1.5 Pre-post cancer comparison of sexuality issues among Chinese women
When looking at predictors of negative changes of women's sexuality after cancer,
this study found that age (50 or above) was a significant predictor of areduction in the
frequency of sexual activity. Other studies on ovarian cancer survivors found that
women were more likely to be sexually active if they were 56 or under (Carmack
Taylor et al., 2004). As for sexuality in relation to religious and cultural norms, older
women are more sexually conservative than younger people, regardless of education
levels (Le Gall et al., 2002). Time since completing initial treatment (within half an
year) adversely predicted the frequency of sexual activity. This indicated that the more
time that lapsed since the initial treatment, the more likely the women were to resume
sexual activity. Based on an investigation in ovarian cancer survivors, sexual activity
was also predicted by a longer time elapsing since active treatment or initial diagnosis
(Carmack Taylor et al., 2004).

Types of treatment (ever having received radiation therapy) were significant
predictors of vagina dryness and pain during sexual intercourse. It was confirmed that
women who had received radiotherapy had more symptoms of vaginal dryness and
dyspareunia than those who had not. In terms of the overall quality of sexud
relationship, those with higher education levels reported fewer negative changes in
their sexual relationships than women with lower education levels. There is other
evidence that higher education is associated with greater sexual functioning or
satisfaction (Carmack Taylor et al., 2004). The possible reasons is that women with
higher education levels may have good financial security, insurance and more social
networks, which have known to be effective in increasing overall life satisfaction.
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7.1.6 Chinese nurses attitudes and beliefs regarding patients sexuality concerns
The present study set out to describe Chinese nurses attitudes to and practice of
addressing sexuality concerns with gynecologic cancer patients. The results of this
study reveal that Chinese nurses had a total mean SABS of 44.94 (SD 8.12),
indicating higher levels of barriers to addressing patients sexuality issues in practice
than either Swedish nurses (with total mean SABS of 40.7 SD 7.8) (Saunamaki et a.,
2010) or American nurses (with total mean SABS of 37.48 SD 8.19) (Magnan &
Reynolds, 2006). This indicates that Chinese nurses have higher levels of barriers to

discussing sexuality concerns with their patients than American and Swedish nurses.

Specifically, a majority of Chinese nurses held the attitude that ‘sexuality is too
private an issue to discuss with patients', and that ‘most hospitalized patients are too
sick to be interested in sexuality’. The maority of nurses did not ‘make time to
discuss sexual concerns with patients’, were ‘less comfortable talking about sexual
issues with patients than other nurses’, and were ‘not confident in [their] own ability
to address patients sexual concerns'. It is because of these attitude and beliefs that
well over half of the Chinese nurses surveyed believed that ‘sexuality should be
discussed only if initiated by patients and that ‘they would advise patients to discuss
sexual concerns with their physicians'.

7.1.7 Common facilitators and barriers influencing sexuality issue discussion in
nursing practice

The Chinese nurses generally agreed that the key facilitating factors for nursing
practice related to sexuality concerns are ‘good nurse-patient relationship’, ‘good
communication skills', ‘availability of a private environment’, and ‘nurses
possessing sound sexuality knowledge'. Besides having the misconception that
‘women with cancer have more things to be concerned about than having sex’,
Chinese nurses agreed that ‘staff shortages resulting in limited time, energy and
resources arethe key barriers to nursing practice related to sexuality concerns.

In practice, most of these Chinese nurses ‘never, rarely or seldom’ made ‘referrals to
sexuality counseling’, ‘listened to or answered patients sexuality concerns’, ‘told
patients about possible side-effects of cancer treatments, ‘provided patients with

information about sexuality concerns’, ‘discussed the risk of early/premature
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menopause for women of childbearing age’, or ‘discussed the impact of body image
changes on sexuality’. In a study conducted in the UK, interviews were conducted
with 43 physicians and nurses who regularly worked with ovarian cancer patients; it
was found that 98% of these healthcare providers felt that sexual issues should be
discussed with patients, but only 21% reported actually doing so (Stead et al., 2003).
In this study, less than 10% of Chinese nurses frequently addressed the sexuality
concerns of their patients in practice, although more than half agreed with ‘discussing

sexuality being essential to patients health outcomes'.

Both personal and environmental factors accounted for Chinese nurses' not providing
sexuality care for gynecologic cancer patients. Examining the relationships between
the total nursing practice scores and the nurses demographics revealed that nurses
with longer work experience and in higher positions had higher total nursing practice
scores (p = 0.001, p < 0.001). This indicates that these nurses were more likely to
address the sexuality concerns of gynecologic cancer patients than younger nurses
with less work experience and in lower postions. It is understandable that the
maturity of nurses has implications for their readiness to discuss sexuality concerns

with their patients.

7.1.8 Predicting factorsrelating to the sexuality carein nursing practice
Regression analysis revealed that married nurses were more likely than single nurses
to address sexuality issues with their patients. A systematic review identified marital
status as one of the potential influencing factors in providing sexual health care in the
context of cancer (Kotronoulas et al., 2009). Additionally, the results of this study
also show that Chinese nurses working in general hospitals were more likely to
discuss sexuality issues than those in tumor hospitals. Compared with nurses in
general hospitals (caring not just for gynecologic cancer but also for other
gynecologic disease patients), nurses from tumor hospitals provided direct cancer care
for gynecologic cancer patients, so that they might be more often influenced by myths
related to cancer, such as ‘ people with cancer have more things to be concerned about
than having sex’ (Quinn, 2003). These myths about sexuality have predominated in
the field of cancer, as sex education is often lacking or discouraged in certain societies,
and cultural traditions may encourage misinformation, leading to anxiety and fear
about sex (Fisher et a., 2003).
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Chinese nurses viewing sexuality as too private and sensitive an issue to discuss with
their patients was a significant factor affecting sexuality care in practice. Sexuality-
related care has traditionally been a taboo in clinical practice (Burd et al., 2006),
especially in China, where more than 3000 years of sexual suppression has resulted in
aculture of sexual conservativeness (Zeng, 2004). It is therefore not surprising to find
that Chinese nurses felt uncomfortable talking about sexuality issues with their
patients. Despite this specific cultural background, Chinese nurses need to be made
aware that sexuality-related care is an important part of holistic nursing care. Another
significant predictor was that when patients asked a sex-related question, nurses
advised them to discuss the matter with their physicians. Although hospital settings in
mainland China are gradually shifting from a strictly medical model of care to a
holistic approach and a patient-centered care model, current nursing practice still
follows a medical-dominated care model. Thus, with medical dominance Chinese
nurses may lack autonomy and feel less confident in addressing these sensitive care

issues.

The availability of a private environment was one of the facilitators enabling nurses to
discuss sexuality issues with patients in practice. Other studies conducted in the UK
and Greece also reported that nurses working in clinical settings cited lack of privacy
as one of their reasons for not discussing sexuality with patients in practice (Lewis &
Bor, 1994; Nakopoulou et a., 2009). Due to the fact that sexuality is such a sensitive
and confidential issue, Chinese nurses should be aware of the need to provide an

environment conducive to discussing sexuality issues with patients.

The prejudices of ‘people with cancer having more things to be concerned about than
having sex’ and ‘sexuality representing a low priority issue at diagnosis and during
treatment of cancer’ were significant predictors of sexuality care in nursing practice.
Other studies also revealed that viewing sexuality as a low priority among cancer
patients may be due to oncology nurses’ prejudices regarding sexuality in cancer (e.g.
Stead et al., 2003). It is understandable that in the face of life-threatening disease, sex
may not be the top priority of cancer patients, but it does not mean that they totally
lose interest in it. A study in China that examined the perspectives of cancer patients
found that most gynecologic cancer patients (78.8%) indicated that sexual activity
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was an important part of their life (Zeng et a., in press-b). Other studies have also
reported that sexuality is not only important but identified as being of equal
importance to other quality of life issues (Ananth et al., 2003; Southard & Keller,
2009). In consequence, there is a need to dispel Chinese nurses’ prejudices about

sexuality issues among cancer patients.

Factors relating to nurses, such as feeling discomfort or embarrassment, limited
knowledge, lack of relevant experience, being afraid of violating patients privacy and
inadequate education preparation were also significant predictors of sexuality care in
practice. Similar findings show that oncology nurses failed to respond to patients
sexual concerns due to limited sexual knowledge and inadequate training
(Kotronoulas et a., 2009; Stilos et a., 2008). In another study, Greek nurses indicated
that they felt comfortable talking about sexual health issues when they had a good
nurse-patient relationship (Nakopoulou et al., 2009). Another study in the UK also
found that building relationships between healthcare providers and patients is
essential in facilitating discussion about sensitive topics such as sexuality issues (Gott
et a., 2004). Therefore, building a good nurse-patient relationship and providing
relevant training for nurses may be helpful in reducing nurses problems in addressing
patents sexuality concerns.

7.2 Study limitations

In the first study stage, there was just one single tumor hospital involved as the
research setting, thus making it difficult to establish the transferability of study
findings. Other limitations were only using written narratives as means of data
collections. Written narratives may also be lack of interactions and spontaneity as
face-to-face interviews, although the informants may be more like to share sensitive
issues such as women's sexual health by written narratives due to less interaction
pressure. Further research needs to provide diverse means of data collection to
compensate this limitation.

In the second study stage, possibly because of the sensitive nature of the research
topic, the final sample size was relatively small. While much larger numbers of
subjects may be required for the generalizability of study findings, these findings may
serve as preliminary data to refine this sexuality scale for better assessing the
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sexuality concerns of Chinese gynecologic cancer survivors. The lack of a control
group in this study stage precludes us from drawing definitive conclusions about the
extent/degree of changes in sexuality among gynecologic cancer survivors.

In the third study stage, although this study stage provides important information on a
previously unexplored issue in China, there are some limitations. The relatively small
sample size and the use of a convenience sample limit the generalizability of the study
findings. Further research is needed, using a larger sample size across oncology care
settings nationwide. In addition, conducting research related to sexuality may be
sensitive. Study findings were based on answers from a self-reported questionnaire. 1t
is therefore difficult to exclude the possibility of socially desirable responses being
given for this sensitive research topic. However, any alternative method would be
equally likely to be affected by this problem. Finally, due to a dearth of similar
research conducted in China, in this study most research findings were discussed and
compared with study findings from Western culture countries. Because of cultural
differences, Western study results and practices could not be generalized to Chinese

women.

7.5 Summary

The chapter provides a discussion of study findings. On one hand, this chapter
discussed relevant issues about the QOL and sexuality among Chinese gynecologic
cancer survivors. On the other hand, this chapter discussed issues about Chinese
nurses attitudes and beliefs regarding patients sexuality concerns and relevant

predicting factors relating to the sexuality care in nursing practice.

78



8.1

8.2

8.3

Chapter 8
Implications and Conclusion

Implications

8.1.1 Implications for nursing education

8.1.2 Implications for nursing practice

8.1.3 Implications for nursing research

Highlight of key findings

Conclusion

80

80

81

82

83

83

79



8.1 Implications

8.1.1 Implications for nursing education

Chinese nurses felt uncomfortable and less confident, reporting limited knowledge
and inadequate education preparation as significant barriers to addressing sexuality
issues with patients. This may be because existing nursing education in China offers
minimal training related to sexuality issues. As lack of training was cited as the main
reason for nurses not addressing the sexuality concerns of cancer patients (Hautamaki
et a., 2007), more training related to sexuality issues is needed for Chinese nurses in
the nursing curricula or continuing education programs. The same can be done
through continuing education for professional nurses. Patient education written
materials can be developed which may help nurses to feel more comfortable in
sharing with patients on their sexuality concerns. Guthrie (1999) emphasized that
introducing sexuality knowledge as part of the nursing curriculum is not enough.
Nursing education should equip nurses with the communication skills necessary to
integrate such knowledge into practice (Guthrie, 1999). In particular, there isa need to
provide real role models to discuss sexuality issues with patients (Hautamaki et al.,
2007; Algier & Kav, 2008).

A previous study has identified good nurse-patient relationship and possessing good
communication skills as facilitating factors for nurses in addressing patients sexuality
concerns (Zeng et al., 2011). Zeng et al. further reported that inadequate preparation
of training was one of barriers for Chinese nurses address gynecologic cancer
patients sexuality concerns in practice. Other studies also indicated that a lack of
training in communication skills for physicians resulted in difficulties dealing with
patients sexual problems (Tsimtsiou et al., 2006). A lack of communication between
healthcare professionals and patients about sexual issues can prolong patients sexual
difficulties (Stead et a., 2007). Therefore, there is a need for medical/nursing
education to provide relevant training in discussing sexuality issues with patients, as
training in nurse/physician-patient communication skills can enhance the healthcare
providers ability to handle even uncomfortable situations associated with sexuality
issues. Additionally, training may lead healthcare providers to the adoption of a
holistic approach for recognizing the patient’s values, preferences, and special needs
to establish an effective clinician-patient relationship (Tsimtsiou et al., 2006).
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8.1.2 Implicationsfor nursing practice

Women with gynecological cancer may have numerous sexuality concerns, therefore
it isimportant for nurses and other healthcare providers in China to facilitate sexuality
concern discussion. In practice, Chinese nurses rarely address the sexuality issues of
gynecological cancer patients. In the atmosphere of the medical-dominated care
model, Chinese nurses always advise patients to discuss sexuality-related issues with
their physicians. Hence, the multi-disciplinary team is important in providing
comprehensive support for women's sexuality concerns by collaborating with each
other. Nurses should also refer patients to specialist sexual counseling services by
certificated sexual therapists if the problem is beyond the remit of nurses (Wilmoth,
2006).

In addition, some facilitators in addressing the sexuality concerns of women with
gynecological cancer included adding sexuality into routine nursing care and
providing a private environment. These strategies were also recommended by existing
literature regarding considerations when addressing sexuality in cancer care (e.g.
Hordern & Currow, 2003). Other drategies included addressing the myths and
prejudices (e.g. cancer is contagious), being nonjudgmental, indicating a willing
attitude to talk about sexuality issues, and providing an environment conducive to

discussing sexuality issues (Hordern & Currow, 2003; Cagle & Bolte, 2009).

Taking into account the high rates of sexual dysfunction and sexual inactivity, and
given the fact that 78.8% of gynecologic cancer survivors in this study thought of
issues related to sex as an important part of their life, these is a clear need to integrate
sexuality into routine clinical care (Levin et al., 2010). This does not seem to be the
case in clinical practice. Interviews with 43 physicians and nurses regularly treating
women with ovarian cancer found that athough 98% of providers felt that sexual
issues should be discussed with patients, only 21% reported actually doing so (Stead
et a., 2003). Other studies show that nurses working in gynecologic cancer unit
believe that sexuality is an important health outcome of cancer patients and have
lower levels of barriersin addressing patients sexuality concerns than nurses working
in medical/surgical oncology units (Zeng et a., 2010b). However, another study
reported that in daily clinical practice, as many as 40% of Chinese nurses never
addressed patients sexuality concerns (Zeng et a., 2011).
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Although increasing numbers of articles related to sexuality are being published, there
is still no clear practice recommendation related to assisting healthcare providers in
addressing gynecologic cancer survivors sexuality concerns (Audette & Waterman,
2010). Despite the lack of guidelines, the most important step for healthcare providers
is to initiate a conversation on sexuality issues by direct inquiry. This will allow
patients to redlize that it is acceptable to raise any sexuality concern and convey
healthcare providers' comfort with the topic (Bodurka & Sun, 2006). It should also be
noted though that women do not always require intensive support; they often only
need reassurance that sexual problems are normal, and permission to ask about sexual
difficulties (Stead et al., 2007).

8.1.3 Implications for nursing research

This study found that most Chinese nurses did not make time to address sexuality
concerns of gynecologic cancer patients, thus future sudies need to explore specific
factors such as religious beliefs, environments (rural versus urban), and culture
influencing the degree to which nurses incorporate sexuality care into their practice.
Comparison studies could be conducted to explore if the provision of education
pertaining to sexuality can make the differences between nurses who received the
education and those who did not, and if patient education written materials can help
nurses to be more comfortable in sharing with cancer patients on sexuality concerns.
All these studies are needed in order to gain a better understanding of how Chinese
nurses can be helped to increase their skill and comfort in providing sexual

information to cancer patients.

In order to determine the extent/degree of sexuality concerns among Chinese
gynecologic cancer survivors, future research should incorporate appropriate
comparison groups to further explore this issue. Additionally, future interventions
studies should optimize positive outcomes (e.g. changes of life outlooks and better
family relationships) and minimize the negative QOL outcomes (e.g. a burden to the
family, financial concerns, psychological concerns) for Chinese cervical cancer

Survivors.
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8.2 Highlights of key findings

The first study stage found that Chinese cervical cancer survivors have ongoing QOL
concerns regarding the experience of living beyond the diagnosis and treatment for
their cancer. Although sexuality issues are not openly discussed in Chinese
communities and viewed as a cultural taboo, some Chinese cervical cancer survivors
defined the importance of sexual activity and the harmony of sexual relationship with
husband as major indicators of their QOL.

In the second study stage, study findings provided important data regarding the
sexuality issues among Chinese gynecologic cancer survivors. Chinese women with
gynecologic cancer face numerous challenges of their sexuality. Significant predictors
of negative sexuality changes included women over 50 years old, received treatment
of radiotherapy, completed initial treatment within half a year, and with lower
education background.

In the third study stage, study results indicated that Chinese nurses considered
sexuality as too private an issue to discuss with patients, and assumed that sexuality
concerns were not a priority issues for gynecologic cancer patients. Chinese nurses
were less likely to make time to discuss sexuality issues with patients. Nurses' marital
status, type of hospital working in, their personal misconceptions and prejudices about
sexuality and cancer, lack of relevant experience, limited knowledge and feeling of
embarrassment prevent nurses to address the sexuality concerns of gynecologic cancer
patients.

8.3 Conclusion

This study demonstrated the importance of considering the impact of cervical cancer
survivorship on Chinese women's QOL. Chinese gynecologic cancer survivors
suffered from various sexuality concerns. Addressing sexuality concerns of this target
population should offer relevant psychosexual education interventions to dispel these
women and their partners related fears (e.g. partners’ fear of contracting cancer by
sex) and misconceptions (e.g. sex causing cancer recurrence, sex impeding disease
recovery). Chinese nurses assumed sexuality concerns being not a priority issue for
gynecologic cancer patients, and were less likely to make time to discuss sexuality
issues with patients. There is a need to increase Chinese nurses’ awareness of their
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roles and the need to equip themselves with relevant skills in providing sexuality care
for patients.
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Appendix 2 - The Question Guide

1. Inyour words, what does quality of life means?

2. How do you perceive the impact of cervical cancer on your quality of life?

What do you think about your physical health? (e.g. your appetite, deep,
daily life functions, treatment side-effects)

What do you think about your psychological health? (whether always having
these moods such as anxiety, depression, feeling satisfied, relaxed or happy
with life, worrying about uncertainty of your disease)

What do you think about social function? (such as your social and family
roles and interpersonal relationships)

What do you think about your spiritual health? (any change in your outlook of
life, appreciation your life or others, what beliefs helps you to struggle with
your cancer/survivorship)

(Please you answer the last guestion if you have a husband/ male partner)

What do you think about your intimate relationship with your husband?
(Compared with pre-treatment, there is any change in the frequency and

quality of sexual life?)
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Appendix 3 - The M easurement tool for patients
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Appendix 4 - The English translations of the sexuality scale for women with
gynecologic cancer

(Sex is one of basic needs of human beings. Sexual health is an important part of
overall health and quality of life. Women with gynecologic cancer may experience
certain changes in their sexuality. The following questions can reflect al these
possible changes)

Part 1 Please read each of the following questions in detail. Pick the option which
most represents your feeling and experience about your sexual health in the past
month.

Body image
During the past month ggffejgite'y Agree  |Disagree g‘i;g”r‘;jy
1. |You dislike your appearance m m m m
2. |You like your looksjust the way they are m m m m
3. [Most people would consider you good-

looking - - - -
4. |You are physically unattractive m m m m
5. |Your body is sexually appearing O O O O
Role and relationship issues
During the past month Very Average  |Abit Not at all
6. |Has cancer affected your sense of femininity? |o m O O
7. |After cancer treatment, has cancer affected

the way your husband/intimate partner feeling|o i i i

about you as awoman?
8. |Has cancer affected you role as wife/sexual

O O O O

partners?
9. |Has cancer affected your role asamother? | O O O
10.|Has cancer affected your overall sexual

relationship with your husband/intimate|o m m m

partner?

Sexual activity (not limited sexual intercourse and including any intimate activities
(e.g. holding hands, kiss, embrace and touching) in a sexual nature not affection
nature

During the past month Very Average  |A bit Not at all
11.|Was ‘having sex’ an important part of your
life? 3 3 3 3
12. |Have you had intimate activity this month? |o i i O
13. |Did you enjoy sexual activity this month? m m O
14. |How frequent did you have sexual intercourse|n O O O

for this month?

5 times or|3—4times [1-2times [Not even

more once
15. |Are you satisfied with the frequency of sexual |o i i i
intercourse in this month? Very Average  |A bit Not at all
Sexual function
During the past month Very Average  |A bit Not at all

16. |Are you worried about your husband/intimate q

partners sexual function? - - -

17.|Are you worried about your own sexual q
function?
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18.|Did you have sexual desire in this month? O O O O
19.|Did you feel the dryness of your vagina
. . O O O O
during intercourse?
20. |Have you had any pain or discomfort during
. O O O O
sexual intercourse?
21.|Have you experience bleeding during
. O O O O
intercourse?
22.|Did you feel that intercourse was bothersomeD q q q
because your vagina felt too small?
23.|\Were  you able to complete sexual
. O O O O
intercourse?
24.|Have you reached orgasm? O O O O
25.|Did you feel satisfied after having sex? m m m m
Additional items (the degree of negative changes of your sexuality)
Compared to before you were diagnosed with Bia changes | SO Little No changes
gynecologic cancer 19 HNI% changes | changes ?
26.|Has your interest in sexual activity changed? |o i i i
27.|Has your frequency of your sexual activityD q q q
changed?
28.|Has your preference to types of sexual q q q q
activity changed?
29. |Has the dryness of your vagina changed? O O O O
30.|Do you feel that the size of your vaginaD q q q
changed?
31.|Has the pain you experience during sexual q q q q
intercourse changed?
32. |Has the quality of your sexual relationshipsD q q q
changed?

Part 2: If you have no sexual activity currently, please provide relevant reasons.

You am not sexually active at the moment because:
(please tick as many of these items as apply)

1. |You do not have husband/intimate partner m
2. |You are too tired (possibly due to cancer or treatment such as
radiation therapy of chemotherapy) -
3. |Your husband/intimate partner is too tired m
4. |[You am not interested in sex (possibly due to side-effects of
cancer treatment)
5. |Your husband/intimate partner is not interested in sex i
6. |Your husband/intimate partner did not initiate sexual activity m
7. |You have a physical problem (e.g. dyspareunia) which makes
sexual relations difficult or uncomfortable -
8. |Your husband/intimate partner has poor health conditions which
make sexual relations difficult 3
9. |You feel lack of energy to engage in sexual activity due to aging
problems -
10.|You fear that sex weakens the potency of therapeutic drugs and q
treatment
11.|Y ou worry about sexual intercourse influence disease recovery  |o
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12. Y ou worry that cancer may be transmitted through sexual activity
to your husband/intimate partner

13.|Your husband/intimate partner worry that cancer can be
transmitted through sexual activity

14.|You fear that cancer will worsen if continuing to have sex after
treatment

15.|You fear sexual activity because of just finishing initial cancer o
treatment

Thanksfor your help, all information you provided will keep strictly confidential!
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Appendix 5 - The M easurement tool for nurses (Chinese version)
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Appendix 6 - The measurement tool for nurses (English translation)

Part 1Demographic Sheet
. Age

Years of nursing work
Work position
Education levels
Marital status

Hospital types

Sk wdpE

Part 2 Sexuality Attitudes and Beliefs Survey

Discussing sexuality is essential to patient’s health outcomes

2. | understand how my patient’s disease and treatment might affect their sexuality

3. | amuncomfortable talking about sexual issues

4. | am more comfortable talking about sexual issues with my patients than are most

of the nurses | work with

Most hospitalized patients are too sick to be interested in sexuality

| make time to discuss sexual concerns with my patients

Whenever patients ask me a sexual related question, | advise them to discuss the

matter with their physician

8. | feel confident in my ability to address patient’s sexual concern

9. Sexuality istoo private an issue to discuss with patients

10. Giving a patient permission to talk about sexual concerns is a nursing
responsibility

11. Sexuality should be discussed only if initiated by the patients

12. Patients expect nursesto ask about their sexual concerns

Lo

No o

Part 3 Thelnventory of sexuality carein nursing practice

During your daily nursing practice, in the past month how often you

13. provided sexuality assessment

14. asked the patients about problems in sexual functioning

15. listened to patient’s concern about sexuality

16. asked the patients about possible problems in their sexual relationships

17. answered patient’s questions about sexuality

18. told the patient about possible effects of cancer on sexual functioning on my
initiative

19. told the patients about the possible side-effects of cancer treatment on sexuality

20. discussed patients concerns of the body image changes and their effects on
sexuality

21. discussed with the patients who are in fertility ages about the early risk of
menopause risk

22. provided information/ education regarding patients sexuality concern

Part 4 The Inventory of nurses perceived facilitators relating to sexuality carein
nursing practice

23. Want to know if patients sexual history isrelated to their disease

24. Patients initiatively expressed that they have sexual problems

25. Nurses with good communication skills

26. Nurses with sound theoretical knowledge base about sexuality

27. Having a good nurse-patient relationship
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28. Having a private environment

29. After taking a sexual history was added into the nursing practice

30. Providing relevant training about how to assess patients sexual health and how to
provide sexual counseling for patients

Part 5 Thelnventory of Barriersrelating to sexuality carein nursing practice

Dueto nurses factors

31. Feeling embarrassed taking a sexual history

32. Limited knowledge

33. Lack of relevant experience

34. Afraid of violating patients’ privacy

35. Inadequate education preparation

Dueto patients factors

36. Patients feel embarrassed

37. Patients don’'t want to talk because they feel it isn't relevant to their treatment

38. Patients purposefully conceal information

39. Patients' education levels are too low to know how to answer nurses’ questions

40. Patients refusal

Dueto organization restriction

41. Assessing sexuality is not part of the nursing routine

42. Lack of arole model to learn how to discuss sexual issues with patients

43. Lack of private setting to take a sexual history

44. Limited resources

45. Staff shortages, energy and time

Dueto myths about sexuality

46. People with cancer have more things to be concerned about than having sex

47. Sexuality represents a low priority issues at diagnosis and during treatment of
cancer

48. Cancer is contagious and may be transmitted through sexual activity to partners

49. Sex weakens the potency of therapeutic drugs and treatment such as radiation

therapy
50. Cancer will recur if continuing to have sex after treatment

Thank you for your help!
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Appendix 8 - Information Sheet
Title: Quality of lifeamong Chinese cervical cancer survivors

You are invited to participate in a study supervised by Prof. Alice Yuen Loke, and
conducted by Miss Ying Chun Zeng, who is a student of the School of Nursing in the
Hong Kong Polytechnic University.

The purposes of this study are to explore the quality of life among Chinese cervical
cancer survivors, and to generate the findings for the construction of a quality of life
scale appropriate to Chinese cervical cancer survivors. A qualitative methodology will
be adopted. The interview method would adopt written response interview. There is
no time limit for written response interview.

Despite in the process of acting as a participant, there are no direct benefits to you.
However, your perceptions of your quality of life will guide healthcare providers to
develop relevant interventions about how to improve your and other cervical cancer
survivors quality of life and healthcare needs. Acting as participants, there are no
obvious risks. One possible risk is that during the process of written response
interview, it may remind your disease experience causing some potential
uncomfortable feeling.

You have every right to withdraw from the study before or during the measurement
without penalty of any kind. All information related to you will remain confidential,
and will be identifiable by codes known to the researchers.

If you have any complaints about the conduct of this research study, please do not
hesitate to contact Ms. Kath Lui, Secretary of the Human Subjects of Ethics Sub-
committee of the Hong Kong Polytechnic University in person or in writing (c/o
Research Office in Room M502 of the University).

If you would like more information about this study, please contact Ying Chun Zeng
at telephone number 3400 8190, or her supervisor Prof. Alice Yuen Loke by 2766
6386.

Thank you for your interest in participating in this study.

Investigators:

Prof Alice Loke Ying Chun Zeng
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Appendix 10 - Information Sheet
Title: Sexuality concerns of women with gynecologic cancer from both patient

and nur se per spectives

You are invited to participate in a study supervised by Prof. Alice Yuen Loke, and
conducted by Miss Ying Chun Zeng, who is a student of the School of Nursing in the
Hong Kong Polytechnic University.

The purposes of this study are to are to investigate the impact of gynecological cancer
and related treatment on women’ s sexuality, to describe Chinese nurses’ attitudes and
beliefs with regard to discussing sexuality concerns with gynecological cancer
patients, to investigate their current practice in addressing gynecological cancer
patients sexuality concerns, and to explore the possible facilitators or barriers
influencing these Chinese nurses practice. A quantitative methodology will be
adopted by self-reported questionnaires. Time requirement needs around 20 minutes.

In the process of acting as a participant, there are no direct benefits and no obvious
risks to you. Your perceptions of addressing gynecologic cancer patients sexuality
concerns will guide healthcare providers to develop relevant interventions, which will
improve the quality of holistic care and achieve better patient outcomes.

You have every right to withdraw from the study before or during the measurement
without penalty of any kind. All information related to you will remain confidential,
and will be identifiable by codes known to the researchers.

If you have any complaints about the conduct of this research study, please do not
hesitate to contact Ms. Kath Lui, Secretary of the Human Subjects of Ethics Sub-
committee of the Hong Kong Polytechnic University in person or in writing (c/o
Research Office in Room M502 of the University).

If you would like more information about this study, please contact Ying Chun Zeng
at telephone number 3400 8190, or her supervisor Prof. Alice Yuen Loke by
27666386.

Thank you for your interest in participating in this study.

Investigators:

Prof Alice Loke Ying Chun Zeng
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Appendix 12 -Consent to Participate in Research

Quality of Lifeamong Chinese Cervical Cancer Survivors

I , hereby consent to participate in the captioned research

supervised by Prof. Alice Yuen Loke, conducted by Miss Ying Chun Zeng.

| understand that information obtained from this research may be used in future
research and published. However, my right to privacy will be retained, i.e. my
personal details will not be revealed.

The procedure as set out in the attached information sheet has been fully explained. |
can keep a copy of this information sheet if | wish. | understand the benefit and risks

involved. My participation in the project is voluntary.

| acknowledge that | have the right to question any part of the procedure and can
withdraw at any time without penalty of any kind.

Name of participant

Signature of participant

Name of researcher

Signature of researcher
Date
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Appendix 14 - Consent to Participate in Research
Sexuality concerns of women with gynecologic cancer from both patient and

nurse per spectives

I , hereby consent to participate in the captioned research

supervised by Prof. Alice Yuen Loke, conducted by Miss Ying Chun Zeng.

| understand that information obtained from this research may be used in future
research and published. However, my right to privacy will be retained, i.e. my
personal details will not be revealed.

The procedure as set out in the attached information sheet has been fully explained. |
can keep a copy of this information sheet if | wish. | understand the benefit and risks

involved. My participation in the project is voluntary.

| acknowledge that | have the right to question any part of the procedure and can
withdraw at any time without penalty of any kind.

Name of participant

Signature of participant

Name of researcher

Signature of researcher
Date
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